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Objective. To assess the impact of chronic pain on the family environment from the
patient's, relative's and caregiver's perspective.

Methods. A cross-sectional study on a representative sample of Spanish adults that
suffered pain at least 4 days a week for 23 months. The relatives and caregivers of
patients that fulfilled these criteria were also studied. Data was gathered on the
characteristics of pain and the perception of its impact on the family environment.
Logistic regression models were used to reveal the variables associated to the impact
of pain on the family.

Results. From a total of 1,957 subjects, 325 suffered chronic pain and 34.6% of them
perceived that their pain affected their family environment. These patients recognized a
stronger impact when their relatives were sad (OR=3.61;CI:1.57,8.27) and had
modified the leisure activities because of the pain (OR=3.62;Cl:1.56,8.38). Among the
131 relatives, 51.2% perceived that pain was affecting the family, causing changes in
their leisure activities (OR=1.17;CI:1.04,9.94) and sleep disturbance
(OR=1.40;Cl:1.32,12.58). Among the 36 caregivers, mainly women over 50 years of
age, 66.7% indicated that pain affected the family, although 72.8% were satisfied with
the help they provided.

Conclusion. The impact of chronic pain on the family is very strong, although it is
perceived distinctly by patients, relatives and caregivers. Recognition that factors
related to pain affect the family's well-being, and adopting a global approach to pain
that takes into consideration the family's experiences, could improve the effective pain-
related outcome, and enhance the patient's and relative's quality of life.
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Dear Dr. Fogarty and Dr. Mauksch,
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article “The Impact of Chronic Pain: the Perspective of Patients, Relatives and Caregivers”
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comments made by the reviewers and the editor during the review process.

In light of this, most of the required modifications have been made to the manuscript, as

reflected in our point by point responses to the issues raised.

This paper addresses the topics related to the biopsychosocial model of pain whose
significance has been demonstrated to improve strategies in research and management of
patients with chronic pain. The study is part of a nationwide epidemiological study on the
prevalence of chronic pain in the Spanish general population, submitted to Pain Medicine
currently under review. We inform you in advance that we attached a table as supplementary

material because we consider this information as a relevant part of the study.

Neither the entire paper nor any part of its content has been published or has been accepted
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Abstract

Objective. To assess the impact of chronic pain on the family environment from the

patient’s, relative’s and caregiver’s perspective.

Methods. A cross-sectional study on a representative sample of Spanish adults that suffered
pain at least 4 days a week for >3 months, and on relatives and caregivers of patients that
fulfilled these criteria. The characteristics of pain and the perception of its impact on the
family environment was assessed, using logistic regression models to reveal the variables

associated with the impact of pain on the family.

Results. From a total of 1,957 subjects, 325 suffered chronic pain and 34.6% of them
perceived that their pain affected their family environment. These patients recognized a
stronger impact when their relatives were sad (OR=3.61; Cl:1.57, 8.27) and had modified the
leisure activities because of the pain (OR=3.62; CI:1.56, 8.38). Among the 131 relatives,
51.2% perceived that pain was affecting the family, causing changes in their leisure activities
(OR=1.17; CI:1.04, 9.94) and sleep disturbance (OR=1.40; Cl:1.32, 12.58). Of the 36
caregivers, mainly women over 50 years of age, 66.7% indicated that pain affected the

family, although 72.8% were satisfied with the help they provided.

Conclusion. Chronic pain has a very strong impact on the family, although this is perceived
distinctly by patients, relatives and caregivers. Recognising that factors related to pain affect
the family’s well-being, and adopting a global approach to pain that takes into consideration
the family’s experiences, should improve the therapeutic response, and enhance the patient’s

and relative’s quality of life.

Key words. Chronic pain; Family; Caregivers; Pain impact; Mood changes



Introduction

Chronic pain is a common condition, and a worldwide source of suffering and disability
(Goldberg & McGeeg, 2011). Yet pain not only has a strongly impact on a patient’s quality of
life (Azevedo, Costa-Pereira, Mendonca, Dias, & Castro-Lopes, 2012; Langley, Ruiz-Iban,
Molina, De Andres, & Castellon, 2011) but it is also a major concern for their relatives and
caregivers. Relatives and caregivers of patients with pain often have to carry out tasks they
are not used to (e.g. monitoring pain, giving medication and dealing with side effects) and
they often feel some uncertainty about performing these tasks adequately (Bigatti & Cronan,
2002; Greene Bush & Pargament, 1997; Meeker, Finnell, & Othman, 2011; Neumann &
Buskila, 1997; Soderberg, Strand, Haapala, & Lundman, 2003). This may negatively affect
the caregivers, generating feelings of sadness, burden, frustration and helplessness (Ferrell,
Cohen, Rhiner, & Rozek, 1991). Indeed, greater pain intensity has been associated with
depression in the caregiver (Redinbaugh, Baum, DeMoss, Fello, & Arnold, 2002), and
caregivers’ discomfort may even be greater than the pain reported by the patient (Yeager,
Miaskowski, Dibble, & Wallhagen, 1995). However, despite recognizing the damaging
effects of pain, inconsistent results have been obtained when comparing the impact of pain on
relatives and patients (Kemler & Furnée, 2002; Miaskowski, Zimmer, Barrett, Dibble, &

Wallhagen, 1997).

In broadly accepted biopsychosocial models, many factors influence the outcome of chronic
pain, including the family environment, which also influences the maintenance of the
perpetuating problems associated with pain. Theoretical models to assess the impact of
chronic pain on the family, such as the systems theory, operant conditioning and cognitive-
behavioural transactional models (Fordyce, 1976; Lewandowski, Morris, Draucker, & Risko,
2007), positioned informal support provided by the family as a focal point for policies, as

reflected by the platform “Societal Impact of Pain” of the European Federation of IASP



Chapters (Kress, 2012). Nevertheless, more studies should evaluate the factors affecting the

family’s well-being from the patient’s, relative’s and caregiver’s point of view.

Accordingly, this study assessed the impact of chronic pain on the family environment from
the perspective of the patient, relatives and caregivers, evaluating the factors that produced
the strongest impact on the family. It was hypothesized that the effect of pain would be
perceived more strongly by relatives than by patients, especially by those acting as
caregivers. Moreover, it was expected that feeling sad and/or anxious, suffering disturbed
sleep and a loss or decrease in social activities, would produce the strongest impact on the
family. The recognition of these factors could guide interventions that might improve the

family environment and reduce the overall severity of pain.

Methods

Sample design and subjects

This cross-sectional study was carried out on a representative sample of the general Spanish
adult population (>18 years of age) obtained by multistage stratified sampling and designed

to determine the prevalence of chronic pain in Spain.

In the first sampling phase, the aging criterion was calculated from the ratio of the population
older than 65 years and those younger than 15 in function of the geographic area, given the
effect of these factors on pain prevalence (Carmona, Ballina, Gabriel, & Laffon, 2001; Catala
et al., 2002; Miro et al., 2007), generating four strata (ratios: <1.0; 1.0-1.5; 1.5-2.0; >2.0). In
the second phase, the number of towns within each stratum was determined, classifying them
into four groups in function of size and selecting the towns randomly but proportional to the

total number of towns in the group.



In the third phase, sampling units (telephone numbers) were randomly selected from each
town using the telephone numbers in the InfobelEspaia Office v.7.1 directory. Thus, the
target population represented approximately 80.6% of all Spanish homes and 72.5% of the
eligible Spanish population. Based on the overall prevalence data, and that according to sex
and age (Breivik, Collett, Ventafridda, Cohen, & Gallacher, 2006; Catala et al., 2002), and
considering a response rate of 42% based on other studies using telephone interviews

(Davern et al., 2010), the final number of sampling units required was estimated to be 4,595.

In a fourth sampling phase, the subjects interviewed were selected randomly according to
established sex and age quotas. After a maximum of three attempts, calling at different times
of the day, the phone number was substituted by another from the corresponding sex and age

quota in that population if no contact was established.

Three different groups of subjects were interviewed (Fig. 1):

1. Chronic pain patients who suffered pain at any site at least 4 days a week in the
previous 3 months.

2. Arrelative living with a patient who fulfils criterion 1.

3. The caregiver an individual who fulfils criterion 2, and provides most of the care and
attention to the patient while not belonging to any formal network of carers (del Mar
Garcia-Calvente, Mateo-Rodriguez, & Maroto-Navarro, 2004; Ferrell, 2001). These
subjects were identified through the question: Are you the family member who is
undertaking most of the care of a relative with pain at home?

All subjects provided their informed consent before participating in the study.

Instruments and procedure

Sociodemographic data (age, sex and academic level) and information regarding the

perceived impact of pain on the family was collected between February and June 2011 by



trained interviewers using structured computer assisted telephone interviews (CATIs) drawn
up on the basis of information from other qualitative research studies and distinct surveys
carried out in Spain (Closs, Staples, Reid, Bennett, & Briggs, 2009; Garcia, Mateo, &
Gutierrez, 1999; Instituto Nacional de Estadistica (INE), 2006; Instituto Nacional de
Estadistica (INE), 2008; Strunin & Boden, 2004; Zarit, Reever, & Bach-Peterson, 1980). The
interviewee assessed the global impact of pain on the family (Q1), coded as not at all, little,
moderate, quite a lot and a lot. The effect of pain on sadness (Q2), nervousness (Q3), sleep
disturbances (Q4), work changes (Q5), leisure activities (Q6) and family economy (Q7) was

also assessed when the response to Q1 was from “moderate” to “a lot”.

Patients were also asked to characterise their pain (duration and intensity, measured as: mild,
moderate, severe and unbearable pain: (Poulain, Langlade, & Goldberg, 1997), and to define
the number and location of painful areas. How pain limited the subject’s daily activities, the
effect of pain on their mood, changes in their working environment, and their level of
satisfaction with the help provided by their family was recorded. Likewise, relatives were
questioned about the patient’s capacity to deal with pain, and caregivers were asked about the
consequences of caring on their own health, mood, social life and time they dedicated to

themselves.
Statistical analysis

The frequency, the central tendency and the dispersion of the results was analyzed.
Differences between the groups were detected with the ¥?, U Mann-Whitney or H Kruskal-
Wallis tests, applying a Bonferroni correction to multiple comparisons where appropriate. To
identify factors associated with the impact of pain on the family environment, two logistic
regression models were constructed: one targeting patient perceptions (Model 1), and the

other the relative’s perceptions (Model 2). In both models the dependent variable was the



global impact of pain by the patient or relative (Q1), grouped as “A little/Moderate” vs
“Quite a Lot/A Lot” to increase the number of subjects in each group and to build binary

logistic regression models.

Model 1 included explanatory variables directly related to the patient (age, sex, academic
level, pain characteristics, limitations on daily life, effect of pain on mood and changes in the
working environment) and variables related to their perception of sadness (Q2), nervousness
(Q3), sleep disturbances (Q4), work (Q5), leisure activities (Q6) and economic change in the
family environment due to pain (Q7). Model 1 also included the patient’s level of satisfaction
with the help provided by the family. Model 2 (relative perception) included the explanatory
variables of age, sex, academic level, perception of sadness (Q2), nervousness (Q3), sleep
disturbances (Q4), work (Q5), leisure activities (Q6) and economic change in the family due

to pain (Q7), and their opinion about the patient’s capacity to cope with their pain.

There were too few caregivers to construct a logistic regression model.

Results

General characteristics of patients suffering from chronic pain

Of 1,957 subjects surveyed, 325 (16.6%) suffered from chronic pain (Table 1) with a mean
duration of approximately 10 years, and 45.4% of them experienced pain at multiple
locations. The intensity of pain was considered to be moderate to severe by 78.4% of the
patients and while 32.2% felt quite or very sad, 29.3% felt quite or very anxious. Likewise,
50 to 64% of the patients indicated that pain limited their daily activities to some extent and

12% referred to having left or lost their job because of their pain (data not shown).

The patient’s perspective Of the effects of pain



Almost 35% of the chronic pain patients considered that their pain affected the family
environment moderately or a lot, indicating that their relatives were sad (67%), nervous
(46.5%), suffered sleep disturbances (37%) or that they had abandoned or modified their
leisure activities due to their pain (42.7%: Table 2). However, patients were generally

satisfied or very satisfied (77.4%) with the help received from their relatives.

Men more often indicated that their relatives were nervous (52.4% vs. 45.0%), suffered
altered sleep patterns (56.5% vs. 31.2%), or had lost or left their jobs (29.2% vs. 13.3%), and
that the family was experiencing economic problems due to the pain condition (26.1% vs.
13.6%: Table S1). Similarly, opinions were influenced by the age and academic level of the
subjects, whereby younger patients more often stated that their relatives were nervous
because of their pain than older ones (58.1% vs. 30.3%), and middle-age patients more
frequently stated that the family’s leisure activities had been modified as a consequence of
their pain than older ones (54.5% vs. 28.2%: Table S1). Generally, patients with only primary
or secondary education (PE and SE) more negatively viewed the effect of pain on the family
than those with university studies (US), particularly in terms of the perception that their
relatives were sad (PE 88.9% vs. US 41.7%) and nervous (PE 70.8% vs. US 23.1%:

Supplementary Table 1S).

The relative’s perspective

Of 131 relatives surveyed (Table 1), only 12 were relatives of patients previously
interviewed, yet as no differences were evident in the impact of pain they reported these 131
subjects were analyzed together. Relatives considered that pain was affecting their family
environment moderately or a lot more often than patients (51.2% vs. 34.6%; p<0.001), while

63.2% of them perceived sadness and 47.5% reported changes in their leisure activities



(Table 2). Moreover, and unlike patients, sex, age or educational level did not influence their

perceived impact of pain on the family environment.

In terms of the impact of pain on the family (Q2-Q7), patients more frequently indicated that
members of their families had left or lost their jobs (patients 16.8% vs. relatives 6.0%:
p=0.063) and that they were experiencing economic problems due to their pain (patients

16.3% vs. relatives 7.6%: p=0.154).

The caregiver’s perspective

Of the relatives interviewed, 21.6% were the main caregivers (Table 1), 66.7% of whom
considered that pain affected the family moderately or a lot, more than patients (34.6%) and
relatives (51.2%, p<0.001: Table 2). Sadness (95.8%), sleep disturbances (65.2%) and
abandonment or changes in leisure activities (75%), were the most frequent complaints
(Table 2). In terms of sex, age and educational level, only the youngest age group (18-44

years of age) differed in their reference to the influence of pain on employment (p<0.05).

Notably, 22.2% of caregivers believed their health had worsened quite a lot or a lot through
caring for a chronic pain patient (Table 3), while 41.6% indicated that their mood had
deteriorated and 33.4% indicated their social life had been affected quite a lot or a lot.
Similarly, 33.3% of these caregivers indicated that frequently or always they did not have
time for themselves, although most were satisfied or very satisfied (72.8%) with the help they

provided.

Factors associated with the impact of pain on the family environment

The factors identified by patients with the strongest impact on the family environment (Model

1) were sadness in the family and altered leisure activities of their relatives due to pain. By



contrast, the relatives (Model 2) considered the modification of leisure activities and sleep

disturbances as the factors most strongly associated to pain (Table 4).

Discussion

Chronic pain significantly affects the family environment, both through the experiences of
the patient and those of the family as a whole. This is the first study to analyse the impact of
pain on the family, comparing the perceptions of patients, family members and caregivers,
and demonstrating that chronic pain is perceived more intensely by relatives and caregivers
than by the patients themselves. Likewise, the perception of sadness and the modification of
leisure activities, together with sleep disturbances, are factors related to pain that patients and

relatives identify as having a strong impact on the family.

Problems associated with pain extend beyond the individual and have profound and
reciprocal consequences for social networks involving family, friends and work colleagues
(De Souza & Frank, 2011). Different theoretical models explain the relationship between
family members of chronic pain patients, with operant conditioning and cognitive-
behavioural transactional models among those most extensively analysed (Kerns & Otis,
2003; Lewandowski et al., 2007; Turk, Flor, & Rudy, 1987). These models helped develop
therapeutic strategies involving relatives of patients experiencing pain, although their efficacy
has been poorly evaluated to date (Campbell, Wynne-Jones, & Dunn, 2011). We found a high
percentage of relatives who perceived nervousness or sadness, and who had their social
activities limited due to the patient’s pain, although they feel satisfied with the help they
provide. Relatives might share the emotional experiences of patients with pain, including
tension and distress, and the emotional impact of chronic pain can affect the entire family

(Feinauer & Steele, 1992). Similarly, family life is restricted by pain, with family members

10



becoming progressively isolated from their friends and community (Smith, 2003). Relatives
become less involved in recreational activities, not only because their family life becomes
centred on pain and illness but also, due to the lack of time and/or financial constraints
(Soderberg et al., 2003). Moreover, a reduction in the quality of the relationship with their
partners, relatives and pain management professionals has been shown in patients with

neuropathic pain, conditioning a negative impact on treatment outcomes (Closs et al., 2009).

A substantial proportion of the relatives who cared for patients indicated that their physical,
mental and social health deteriorated as a consequence of the attention they provided,
consistent with an earlier study in which caring involves fulfilling a variety of roles, often
alone and often complicated (del Mar Garcia-Calvente et al., 2004). Pain adversely affects the
mood of caregivers, in particular their level of depression and anxiety (Miaskowski,
Kragness, Dibble, & Wallhagen, 1997), with caregivers reporting overwhelming feelings of
grief, burden, frustration and helplessness when their relatives experienced pain, with greater
patient pain associated with depression among caregivers (Redinbaugh et al., 2002).
Moreover, family members overestimate cancer patient’s pain (Elliott, Elliott, Murray,

Braun, & Johnson, 1996), which appears to inflate their own distress.

Some limitations of the present study must be taken into account. While the validity of
information collected through telephone interviews may be questioned, such interviews do
appear to produce comparable results to face to face interviews for health issues, while
improving access to subjects (Groves et al.,, 1988; Thornberry Jr., 1987). While the
interviewer might be another potential bias, this was anticipated by training the interviewers

and providing them with clear guidelines to follow during the data collection process.

The origin of pain was not taken into account here as it could not be accurately ascertained

through a telephone survey and such information could not be contrasted with a medical

11



diagnosis. Furthermore, no validated instruments to assess the degree of dependence on the
carer were used to keep the relatives’ and carers’ information as uniform as possible, and to
keep the interviews as brief as possible. Conversely, this study benefits from accessing
information from the general population rather than health centre patients and their relatives.
Moreover, comparing the impact of pain on patients and relatives allows us to better define

the factors associated with the influence of pain on the family.

In conclusion, chronic pain negatively affects the family environment, an impact perceived to
be more intense by relatives than by patients and particularly, by those who are caregivers.
Recognising the factors that affect family well-being and adopting a more global approach to
pain should improve pain-related therapeutic outcomes, thereby improving the patients’ and

relatives’ quality of life.

12



References

Azevedo, L. F., Costa-Pereira, A., Mendonga, L., Dias, C. C., & Castro-Lopes, J. M. (2012).
Epidemiology of chronic pain: A population-based nationwide study on its prevalence,
characteristics and associated disability in Portugal. Journal of Pain, 13, 773-783.

doi:10.1016/j.jpain.2012.05.012

Bigatti, S. M., & Cronan, T. A. (2002). An examination of the physical health, health care
use, and psychological well-being of spouses of people with fibromyalgia syndrome.

Health Psychology, 21, 157-166. doi:10.1037//0278-6133.21.2.157

Breivik, H., Collett, B., Ventafridda, V., Cohen, R., & Gallacher, D. (2006). Survey of
chronic pain in Europe: Prevalence, impact on daily life, and treatment. European

Journal of Pain, 10, 287-333. doi:10.1016/j.ejpain.2005.06.009

Campbell, P., Wynne-Jones, G., & Dunn, K. M. (2011). The influence of informal social
support on risk and prognosis in spinal pain: A systematic review. European Journal of

Pain, 15, 444.e1-444.14. doi:10.1016/j.ejpain.2010.09.011

Carmona, L., Ballina, J., Gabriel, R., & Laffon, A. (2001). The burden of musculoskeletal
diseases in the general population of Spain: Results from a national survey. Annals of the

Rheumatic Diseases, 60, 1040-1045. doi:10.1136/ard.60.11.1040

Catala, E., Reig, E., Artes, M., Aliaga, L., Lopez, J. S., & Segu, J. L. (2002). Prevalence of
pain in the Spanish population: Telephone survey in 5000 homes. European Journal of

Pain, 6, 133-140. doi:10.1053/eujp.2001.0310

13



Closs, S. J., Staples, V., Reid, 1., Bennett, M. I., & Briggs, M. (2009). The impact of
neuropathic pain on relationships. Journal of Advanced Nursing, 65, 402-411.

doi:10.1111/j.1365-2648.2008.04892.x

Davern, M., McAlpine, D., Beebe, T. J., Ziegenfuss, J., Rockwood, T., & Call, K. T. (2010).
Are lower response rates hazardous to your health survey? An analysis of three state
telephone health surveys. Health Services Research, 45, 1324-1344. doi:10.1111/j.1475-

6773.2010.01128.x;

De Souza, L., & Frank, A. O. (2011). Patients' experiences of the impact of chronic back pain
on family life and work. Disability and Rehabilitation, 33, 310-318.

doi:10.3109/09638288.2010.490865

del Mar Garcia-Calvente, M., Mateo-Rodriguez, I., & Maroto-Navarro, G. (2004). Impact of
caregiving on women's health and quality of life. Gaceta Sanitaria / S.E.S.P.A.S, 18

Suppl 2, 83-92.

Elliott, B. A., Elliott, T. E., Murray, D. M., Braun, B. L., & Johnson, K. M. (1996). Patients
and family members: The role of knowledge and attitudes in cancer pain. Journal of

Pain and Symptom Management, 12, 209-220. doi:10.1016/0885-3924(96)00124-8

Feinauer, L. L., & Steele, W. R. (1992). Caretaker marriages: The impact of chronic pain
syndrome on marital adjustment. The American Journal of Family Therapy, 20, 218-226.

doi:10.1080/01926189208250891

Ferrell, B. (2001). Pain observed the experience of pain from the family caregiver's
perspective. Clinics in Geriatric Medicine, 17, 595-609. doi:10.1016/S0749-

0690(05)70099-9

14



Ferrell, B. R., Cohen, M. Z., Rhiner, M., & Rozek, A. (1991). Pain as a metaphor for illness.
part I1: Family caregivers' management of pain. Oncology Nursing Forum, 18, 1315-

1321.

Fordyce, W. E. (1976). Behavioral methods in chronic pain and illness. St. Louis: Mosby.

Garcia, M. M., Mateo, I., & Gutierrez, P. (1999). Cuidados y cuidadores en el sistema

informal de salud. Investigacion cuantitativa. Escuela Andaluza De Salud Publica, 27

Goldberg, D. S., & McGee, S. J. (2011). Pain as a global public health priority. BMC Public

Health, 11 doi:10.1186/1471-2458-11-770

Greene Bush, E., & Pargament, K. 1. (1997). Family coping with chronic pain. Families,

Systems, & Health, 15, 147-160. doi:10.1037/h0089797

Groves, R. M., Biemer, P. P., Lyberg, L. E., Massey, J. T., Nicolls I, W. L., & Waksberg, J.
(1988). In Groves R. M., Biemer P. P., Lyberg L. E., Massey J. T., Nicholls Il W. L. and
Waksberg J. (Eds.), Telephone Survey Methodology (20012 ed.). New York, NY: John

Wiley & Sons, Inc.

Instituto Nacional de Estadistica (INE). (2006). Encuesta nacional de salud de Espafia 2006.
Retrieved November, 2010, Retrieved from

http://www.msps.es/estadEstudios/estadisticas/encuestaNacional/encuestaNac2006/ENS

06 Adultos definitivo.pdf

Instituto Nacional de Estadistica (INE). (2008). Encuesta sobre discapacidades, autonomia
personal y situaciones de dependencia 2008. Retrieved November, 2010, Retrieved from

http://www.ine.es/daco/daco42/discapa/edad cui.pdf

15


http://www.msps.es/estadEstudios/estadisticas/encuestaNacional/encuestaNac2006/ENS_06_Adultos_definitivo.pdf
http://www.msps.es/estadEstudios/estadisticas/encuestaNacional/encuestaNac2006/ENS_06_Adultos_definitivo.pdf
http://www.ine.es/daco/daco42/discapa/edad_cui.pdf

Kemler, M. A., & Furnée, C. A. (2002). The impact of chronic pain on life in the household.
Journal of Pain and Symptom Management, 23, 433-441. doi:10.1016/S0885-

3924(02)00386-X

Kerns, R. D., & Otis, J. D. (2003). Family therapy for persons experiencing pain: Evidence
for its effectiveness. Seminars in Pain Medicine, 1, 79-89. doi:10.1016/S1537-

5897(03)00007-7

Kress, H. G. (2012). 3rd international symposium "societal impact of pain". Retrieved

December, 2012, Retrieved from http://www.sip-platform.eu/tl files/redakteur-

bereich/Symposia/Symposia%202012%20Materials/Final Supplement SIP 2012 scree

n.pdf

Langley, P. C., Ruiz-lban, M. A., Moling, J. T., De Andres, J., & Castellon, J. R. G. (2011).
The prevalence, correlates and treatment of pain in Spain. Journal of Medical

Economics, 14, 367-380. doi:10.3111/13696998.2011.583303

Lewandowski, W., Morris, R., Draucker, C. B., & Risko, J. (2007). Chronic pain and the
family: Theory-driven treatment approaches. Issues in Mental Health Nursing, 28, 1019-

1044. doi:10.1080/01612840701522200

Meeker, M. A., Finnell, D., & Othman, A. K. (2011). Family caregivers and cancer pain

management: A review. Journal of Family Nursing, 17, 29-60.

Miaskowski, C., Kragness, L., Dibble, S., & Wallhagen, M. (1997). Differences in mood
states, health status, and caregiver strain between family caregivers of oncology
outpatients with and without cancer-related pain. Journal of Pain and Symptom

Management, 13, 138-147. doi:10.1016/S0885-3924(96)00297-7

16


http://www.sip-platform.eu/tl_files/redakteur-bereich/Symposia/Symposia%202012%20Materials/Final_Supplement_SIP_2012_screen.pdf
http://www.sip-platform.eu/tl_files/redakteur-bereich/Symposia/Symposia%202012%20Materials/Final_Supplement_SIP_2012_screen.pdf
http://www.sip-platform.eu/tl_files/redakteur-bereich/Symposia/Symposia%202012%20Materials/Final_Supplement_SIP_2012_screen.pdf

Miaskowski, C., Zimmer, E. F., Barrett, K. M., Dibble, S. L., & Wallhagen, M. (1997).
Differences in patients' and family caregivers' perceptions of the pain experience
influence patient and caregiver outcomes. Pain, 72, 217-226. doi:10.1016/S0304-

3959(97)00037-7

Miro, J., Paredes, S., Rull, M., Queral, R., Miralles, R., Nieto, R., Baos, J. (2007). Pain in
older adults: A prevalence study in the Mediterranean region of Catalonia. European

Journal of Pain, 11, 83-92. doi:10.1016/j.ejpain.2006.01.001

Neumann, L., & Buskila, D. (1997). Quality of life and physical functioning of relatives of
fibromyalgia patients. Seminars in Arthritis and Rheumatism, 26, 834-839.

d0i:10.1016/S0049-0172(97)80027-3

Poulain, P., Langlade, A., & Goldberg, J. (1997). Cancer pain management in the home.

Pain.Clinical Updates, V, 1-8.

Redinbaugh, E. M., Baum, A., DeMoss, C., Fello, M., & Arnold, R. (2002). Factors
associated with the accuracy of family caregiver estimates of patient pain. Journal of

Pain and Symptom Management, 23, 31-38. doi:10.1016/S0885-3924(01)00372-4

Smith, A. A. (2003). Intimacy and family relationships of women with chronic pain. Pain

Management Nursing, 4, 134-142. doi:10.1016/S1524-9042(03)00030-4

Soderberg, S., Strand, M., Haapala, M., & Lundman, B. (2003). Living with a woman with
fibromyalgia from the perspective of the husband. Journal of Advanced Nursing, 42,

143-150. doi:10.1046/j.1365-2648.2003.02597.x

Strunin, L., & Boden, L. I. (2004). Family consequences of chronic back pain. Social Science

and Medicine, 58, 1385-1393. doi:10.1016/S0277-9536(03)00333-2

17



Thornberry Jr., O. T. (1987). An experimental comparison of telephone and personal health
interview surveys. Vital and Health Statistics.Series 2, Data Evaluation and Methods

Research, 1-4.

Turk, D. C., Flor, H., & Rudy, T. E. (1987). Pain and families I. etiology, maintenance, and

psychosocial impact. Pain, 30, 3-27.

Yeager, K. A., Miaskowski, C., Dibble, S. L., & Wallhagen, M. (1995). Differences in pain
knowledge and perception of the pain experience between outpatients with cancer and

their family caregivers. Oncology Nursing Forum, 22, 1235-1241.

Zarit, S. H., Reever, K. E., & Bach-Peterson, J. (1980). Relatives of the impaired elderly:

Correlates of feelings of burden. Gerontologist, 20, 649-655.

18



Table
Click here to download Table: Table 1 SEXTA.docx

Table 1

Sample characteristics

Patients Relatives Caregivers
N=325 N=131 N=36
Sex (%)
Male 24.6 53.4 333
Female 75.4 46.6 66.7
Age
Mean (SD) 56.5(15.23) 47.33(17.05) 53.4 (20.1)
Age group (years) (%)
18 - 44 28 50.4 36.1
45 - 64 375 30.5 36.1
65 or more 34.5 191 27.8
Academic level (%)
No education 19.2 7.4 13.1
Primary education 26.4 19.8 25
Secondary education 25.5 31.4 27.8
Vocational training 12.6 14 5.6
University studies 16.3 27.3 27.8

Standard deviation (SD)
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Table 2

Perceptions of patients, relatives and informal caregivers of the impact of chronic pain on the family.

Patients  Relatives  Caregivers p p °p “p

Q1. How does pain affect the family environment? N=324 N=131 N=36

Not at all 52.8 23.7 16.7

A little 12.7 25.2 16.7

<001 <.001 <001 <.001

Moderate 16.4 34.4 8.3

Quite a lot 14.8 12.2 41.7

A lot 3.4 4.6 16.7

Q2. Do you consider that your relatives feel sad due to the presence

of pain in the home? N=97 N=57 N=24
.001 .756 .010 .006
Yes 67.0 63.2 95.8

Q3. Do you consider that your relatives are nervous, and that there

are frequent discussions due to the presence of pain in the home? N=101 N=65 N=24
.300 .934 .238 .208
Yes 46.5 44.6 62.5
Q4. Do you consider that your relatives have altered sleep patterns
due to the presence of pain in the home? N=100 N=63 N=23
.039 979 .025 .046
Yes 37.0 38.1 65.2
Q5. Do you consider that your relatives have abandoned or modified

their leisure activities (such as meetings with friends) due to the .017 .675 .009 .041


http://www.editorialmanager.com/fsh/download.aspx?id=4935&guid=b2f4d9da-5eea-4722-b3c7-6177fcb977ea&scheme=1

presence of pain in the home? N=103
Yes 42.7

Q6. Do you consider that your relatives have had to leave or have

lost their jobs due to the presence of pain in the home? N=107
Yes 16.8

Q7. Do you consider that economic problems have arisen in the

family due to the presence of pain in the home? N=104
Yes 16.3

N=59

475

N=67

6.0

N=66

7.6

N=24

75.0

N=23
.001 .063 .035
39.1

N=24
.033 154 .246
29.2

<.001

.021

Tp-value: Patients vs. Relative vs. Informal Caregiver.
POST-HOC: *p-value: Patients vs. Relatives
%p-value: Patients vs. Informal Caregivers

*p-value: Relatives vs. Informal Caregivers
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Table 3
Distribution of the responses to the informal caregiver's questionnaire

%

Do you believe your health has worsened as a consequence of caring for your

relative? N=36

Not at all 445
A little 333
Quite a lot 194
Alot 2.8

Do you believe your mood has deteriorated as a consequence of caring for your

relative N=36
Not at all 30.6
A little 278
Quite a lot 33.3
A lot 8.3

Do you believe their social life has been affected by caring for your relative N=36

Not at all 333
A little 33.3
Quite a lot 22.3
Alot 111

How often do you think that you do not have time for yourself because of having

to care for your relative? N=36

Never 25
Almost never 19.5
Sometimes 222
Frequently 194
Always 13.9

How do you evaluate the help that you give your relative? N=33

Very unsatisfied 3
Unsatisfied 3
Not satisfied nor unsatisfied 21.2
Satisfied 39.5

Very satisfied 33.3
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Table 4

Factors associated with the impact of chronic pain on the family environment

Model 1! Model 22
(N=133) (N=85)
Perception that the relatives... OR 95% CI p-value OR 95% CI p-value
...are sad because of the pain.
No” 1
Yes 3.615 (1.579;8.273) .002
... have abandoned or modified their
leisure activities because of the pain.
No” 1 1
Yes 3621  (1.564;8.381) .003 1171 (1.047;9.940) 041
... have altered sleep patterns
because of the pain.
No” 1
Yes 1.406 (1.323; 12.582) .014

THosmer-Lemeshow: .051; p-value=.975.
2Hosmer-Lemeshow: .275; p-value=.871.
"Reference category


http://www.editorialmanager.com/fsh/download.aspx?id=4934&guid=4b919c52-3cc8-4483-bf01-f2486e140d3c&scheme=1

Supplemental Material (Additional) Table S1
Click here to download Supplemental Material (Additional): Table S1 SEXTA Resubm.docx


http://www.editorialmanager.com/fsh/download.aspx?id=4937&guid=51a5defd-4c58-448e-99b9-da949e38ab39&scheme=1

Figure
Click here to download Figure: Figure 1 SEXTA Resub.docx

Figure 1

Flowchart of participants in the study
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