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- ABSTRACT |
The purpose-df.this research study was.to evaluate
the effectiveness of the Arthritis Self-Management
Program (ASMP), developed by Df; K. Lofig, on @A -
population of persons with scleroderma. This particulaf
condition 1is a type of arﬁhritis' (also known as
progressive systemic sclerosis) involving a disorder of
the small blood vessels andvconnectiQe tissues. It is
characterized by the induration énd thickening of the
skin and by inflammatory, fibrotic, ischemic, ‘and
" degenerative changes in the tissues throughout the body.
Eighteen pgople, most of which were female, in the
Vancouver Lower Mainland with the diagnosis of
scleroderma volunteered for this study. Quantitative énd
qﬁalitative ﬁethodologigal orientations were used to
collect-and:analyze.the data. A quasi-experimental,
pretestfpoéttest nonequivalent cohparison group design
was used. Self-administered, standardized questionnaires

were distributed to a sample of subjects to collect the

guantitative data, .and: .a...standardized .open-ended. ... .

interview questionnaire was used to collect . the
qualitatiVe data. The Iquantitative questionnaire
comprised research instruments including The Visual
Andiogue Pain Scale, Health Assessment Quesﬁionnaire;
Centre. for Epidemiological Studies of.Depression Scale,

:Cantril Quality of Life Scale, Arthritis Self-Efficacy
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Scale, and Health Locus of Control Scale.  The
qﬁantitative findiﬁgs indicated that no statistically
significant impfovements in health status ﬁere found.
Howéver, clinically significant improvement trends in
health status weré' found. The qualitative findings
generélly indicated thaf_ the expérimental bsubjécts
. enjoyed the ASMP, found it to increaseltheir perceived
level of ching with the management.of scleroderma, and
found the ASMP to be a positive lea;ning_experience.
With the exception of the ASMP being limited in its
séecific application to people with scleroderma, it
proved to be a feasible patient education course for

these people.
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CHAPTER ONE
BACKGROUND AND PROBLEM AREA OF THESIS

Introduction

Patient education in the field of arthritis
treatment hés been evolving in recent years, however, its
early developmeht met'some difficulties. The purposé of
this chapter is to introduce the background and problem
area of this theéislas it relates to the evolution énd
development of patient education in arthritis self-care
research. To accomplish this purpose, I shall, first,
define and describe the problem area, including the
prevalence of the prpblem, the type 6f arthritis studied,
known as sclerqdérma, and two other types of arthfitis
which have received considerable research attention in
the field of patient education, Primarily, rheumatoid
arthritis and osteoarthritis have received most the
atteﬁtion in the research field.of‘treatment and patient
education, which.is 6ne reason forAseleqting a more
uncommon type of arthritis, scleroderma, as the focus of
this thesis research. This discussiqnuJiQCludeS;wgn
overview of - the economic,‘physical, psychological and
sociai adjustment costs of arthritis. Second, societal
awareness _ofv and résponse. to the problem area are
examined»in the light of some early psychosocial factors

and patieht education. Third, determiningAthe focus of
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patient.education is diséussed. Fourth, I examine wﬁat
" this problem areaAhaé'to do Qith social work”and the
importance of sbcial~w§rkers"professional contribution
to the field; Finally, I shali’end by presenting a brief
outline of the thesis chapters to follow.

‘ With an aging population,.a rapidly growing'health
problem today'ié arthritis. Arthritis refers to over oné'
hundred diseases which affeét  theA4joints and/or the
sﬁrrdunding' tissues such as the. bonés, muscles and
tendons. Although arthritis can affect people at any
age, it is the single greatest cause of disability in the
elderly and affects more than thirty-six million
Ameficans (Lorig et al., 1987).. Sixty to ninety percent
of all persons over the age of si#ty ~have or will
contract arthritis (Lorig.et al., 1984). One in seven
ipeople is subject to‘fhis chronicfdisease which strikes
and stays with its victims for life (Doyle and Brunk,
1986) . |

- Arthritis produces a range of physical prbblems from

discomfort and annoyance to-severe pain and:disability.riwc

It contributes more to morbidity than to mortality, .
however, Jgrowing evidence ~“suggests that "rheumatoid
arthritis (RA) as well as systemic lupus erythematosus
contribute to premature mortality (Lorig et al., 1987).

‘With few exceptions, arthritis cannot be prevented or
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cured by either‘ medical or behavioral interventions.
Like other chronic diseases,'arthrifis must be managed
over a long period of time. The goals_of management are
to minimize pain, disability, deformity and the social
and psychological dysfunction which often accompany long

term, painful illnesses.

Scleroderma

A type of arthritis that is of particular intereet
to this thesis is called scleroderma. It is also known
as pregressive systemic sclerosis and is a disorder of
the small blood vessels and connective tissues. It is
characterized by induration and thickening of the skin
and by inflammatory, fibrotic, ischemic, and degenerativev
changes in the tissues throughout the body. These
changes are most obvious in the skin, but‘since the
disease is systemic, changes also occur in the central
nervous system, muscles, joints, alimenfary tract,'lﬁngs,

heart, and kidneys. This disease affects women more

frequently than men with as ratio of threewto  one.i# -

Initial'symptoms'of scleroderma usualiy appear between
the third and fifth‘deeade of life. Prognosis veries
from death within a‘few years te aﬁbaverage life span
(Melvin et'al., 1984; Petersen et al., 1985).

In addition to being disabling -and pessibly life
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- threatening, scieroderma'can cause severe facial and
upper extremity disfigurement that complicates the
psychological and social adjustment process for patieﬁts.»
Beéaase. of viftually ho fesearch on this adjustment
process for scleroderma paﬁients, fhis complex disease is
diffidult to manage, perhaps more so than other forms of
arthritis (as we shall examine). "The difficulty of
managing thié complex disease is ébmpouﬁded by the lack
of an orgahized team approach to patient care and the
false belief that nothing can be done for patients'with
systemic sclerosis" (MelQin et al., '1984).
According to Melvin et al. (1984), comprehensiva
care for people with scleroderma includes:
1. Providing counsélling to help the batient
explore and work through. the psychologicﬁ
familial, social, ahd vodatianal ramifications
of an uhcommon ‘disease with visible
deformities.
2. Educating the patient about symptoms and
about "those treatments:that are effective:and.: ..
those that are not.
3. VEmployihg | spaéific medications  and-
modalities (eg., biofeedback) to control
asymptoms, relieve paiﬁ, and improve fuhction.

4. Providing the patient with an effective



program for maintaining Jjoint mobility and
chest excursion.

5. Counselling the'patient about nutrition and
dental care. |

6. Instructing the patient about adaptive

methods of compensating for functional loss. -

The Course of Scleroderma.

The course of sclerodérma can vary considerably.
For example; in some people with fhis diséase, symptonms
are confined for years to the hands, while in others,
skin sclerosis may progress to total body involvement
within the first year (diffusé scleroderma){ Disease
involvement is usually symmetric and occurs in the hands
first. The symptomé,‘theﬁ, might progfess proximally to
include the arms, neck, ° face, trunk, and lower
extremities. Systemic, or internal organ involvement can
occur before ﬁhere is any skin:involvement or at any time
during the course ofithe disease. - Periods of.stabiiity
-or apparent remission can.also. occur at any time:and.may
last from a few months to many years. "During these
periods, stptoms-can subside and the skin méy soften‘and
become more_pliable;_hdwever, established fibrotic or
atrdphic~change5-in the tissues or joints‘usually do not

. reverse" (Melvin et al., 1984).
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‘As it is the case forvother typéé of arthritis}‘it
is'recommended that members of healtﬁ care teams be
" involved early in  scleroderma paﬁients' care before
mobility and functioh are lost. ‘Early involvement allows
the team members to use patients' normal or ﬁearly normal
‘measurements as a baseline fér treatment to maintain
mobility. In addition to the pﬁySical-problems that
develop, early involvement of health care teams cah’help
patients cope with and overcome the psychosocial

dysfunction which accompanies scleroderma.

Psychosocial Issues for Pérsons with Scleroderma

The psychological andUSOCial needs of peéple with
scleroderma are similar to those of patiénts with other
diSabling chronic diseases (aé we shall discuss later),
but .additional factors complicate the difficulty of
adjusting and coping with life. First, disfigurement and
deférmity are ofteﬂ more severe and occur more rapidly

than other types of arthritis. The psychological impact

of this-type of disfigurement is probably more closely......

related to that incurred by people who have been severely
burned'ana that incurred bf“people'affected~by other
rhéumatic diseases. For many people with-scleroderﬁa,

their entire skin becomes scar tissue in that théy become

untouchable, their movement 1is restricted and their



ability for expressién is distorted.

_Unlike other  types of rheumatib disorders,
scleroderma is a disease that.is virtually unheard of
outside the medical brofessién. Somewhat similar to
other types of rheumatism, though, sugh as osfebarthritis
and.rheumatoid arthfitis, scleroderma‘patients, thei;
families and friends usually have no knowledge or
undérstanding of the disease or the significance of its
" chronic nature. It is often extremely difficult for thé

.people with scleroderma to explain the nature of their

arthritis to family, friends or employers. This lack of:

public knowledge and understanding creates a formidable

environment for the patient that compounds the difficulty

of coping with the condition.
Scleroderma is a severe}'painful and debilitating

disease which creates considerable emotional stress in a

person's life. = The concepts and techniques used in

general stress management and patignt education programs
can potentially be very beneficial in helping*individuals
Qitﬂ%éeleroderma copé withxthewStressvthat‘theedisease
causes, andrcan reduce the effect that this stréss has on
their systemic symptoms.‘v |
‘To maintain mobility and prevent deformity,
sclerodefmaApatients, like others with chronic disease

conditions, must actively and diligently carry out home
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exercises. They must take‘ some cont:oi over their
treatment into .their ownf.hands and become  active
' participanté in fheir own care. Melvin et al. (1984)
argue that éclefoderma patients"psychological attitudes
towards the disease, treatment and themselves are often
key to a successfﬁl'home program that maintains mobility
.and- function. ﬁPatients’who are depressed or having
difficulty coping are 1likely to withdraw, become
inactive, and be unable to‘participate in théif own
treatment. If this occurs during a period of
exacerbation, contractures could develop in a matter of
days" (Melvin et al., 1984).
| ~ The psychosocial needs of ihdividuals | with
-scleroderma cannot.be met with routine ﬁedical follow-up
or rehabilitation visits. Some therépists would argue
that théyv can - benefit most. from ‘evaluation and
coﬁnéelling by Vhealth ' professioﬁals ékilied in_
psychotherapeufic intervention. Although 'other
researchers would not disagree with this aﬁproach,:théy
would. add.that it éould be:enhanced by somé;inst:nction.a;a
in the use of self-management techniques (Melvin et al.,
1984). The type and amount'éf-éounselling and self-
instruction or patient education néeded might depend on
" the severity and extent of the scleroderma, its speed of

progression, the patients lifestyle, ability to work,_
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personal relationships and family Suéport. For some
-people, weekly counselling or group therapy is preferred.
As is the case for other rheumatic patients, some
'scieroderma patients may‘need continuing therapy, whereas

others may need support only during periods of crisis.

Rheumatoid Arthritis and Osteoarthritis |

Most of the 1iteraturé on patient - education and
,arthritis‘ pertains to rheumatoid ‘arthritis (RA) and
osteoarthritis (OA). SinceAmdst of the literature referé
to RA and OA, these types of arthritis will be defined.
Rheumatoid‘ arthritis involves the sfnovial membrane
lining in the jqint becoming inflamed. Célls in the
membrane divide and grow and inflammatory cells enter
into thé joint. Joints becomé swollen and feel puffy or
boggy to touch. Over several years, RA can cause damage
to the joint. Rheumatoid arthritis is much like a virus
which involves fatigue, aching in the mnmuscles, and

stiffness particularly in the morning, except that this

conditionirmight persist ifor: months or .years:::i; Like... .

scleroderma, rheumatoid arthritis_is systemic in that it
may attack other body tissﬁes including the whites of the

- eyes, the nerves, small arteries ahd the lungs (Anderéon'
et al., 1985). Rheumatoid arthritis affects more women

than men. Although this_condition usually appears in
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'middlellifé, in the forties or fifties, it can appear at
any age (Lorig and Fries, 1986). |
o Osteoarthritis, also known as a degenerative joint
disease, is a kind of arthfitis that affects everyone.
It is practically"ﬁniversal, 4increasing with age.
- Fortunately, OA,is usually a much less severe artﬁritis.
- Osteocarthritis mainly involveé the cartilage betweeh
jbints. Over many years, the cartilage may beéomeifrafed
or may even wear away eﬁtirely. ‘When this héppens, bone
surfaces grate against each other and cause diséomfort

(Lorig and Fries, 1986).

Ecoﬁomic. thsica;. Psychological, and Social Adjustment
| Costs of Arthritis

After defining the above three types of arthritis,

it becomes self evident that theyican be associated with

enormoué economic, physical, psychological and social .

adjustment costs not only to the individuél, but to

society in general. Rheumatoid arthritis alone affects

over four million Americans-and:is responsible for.costs.... .

of several billion dollars each year in disability, loss.
of income and loss of funcfion (Strauss et al., 1986).

Although scleroderma is not as prevalent as RA, it is.
similarly responsiblé for emotional and psychologicél

costs to the individual such as depression, anxiety,
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irritability, social withdrawal, dependent and/or

compliant personality traits.

Psychological Responses to Rheumatic Diseases

Banwell and Ziebell (1985) have documented various
features of rheumatic disease that.evoke psychological
responses..-- First, as a result of the diseaSe or
tréatment,.the subject ﬁay have a change in physical
- experience which fhrther’fosters‘a disrupted body image
and a.barrierito‘satisfying social interacﬁion. Second,
pain résulting from:arthritis exerts a powerful ihfluence‘
upon fhe personality and emotions. - It dulls the
environment, interruptS"wéll established patterns of
behaviour and interferes with intellectual and emotional
functioning. These authors note that "pain is the most
- disconcerting problem encounteréd by the patient with a
rheumatic disease." Other investigétors have also
~ documented the importance of pain as being the most

" salient patient concern followed by other cbhcerns of

physical -or psychologicaliidisability (Kazis. eti.al.ji...

" 1983), functional disability (Bradley, 1985), fear,
 depression and deformity (Lorig et al., 1984). Bradley
.(1985) notes that subjects' self-reported pain inténsityA
is assoqiated significantly with their functional

disability. Positive correlations have also been found
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Mbetween self-reportedApaiﬁ and depression (Moldofsky and
Chester, 1970). |
A third discdufaging concomitant of the rheumatic
HdiSeases is weakness, fatigﬁe and 1loss of enérgy.
Fourth,'alohg with fatigue and pain comes a loss of
functional ability and other physiological'impairment.
This impairment and loss of functibﬁél abilify has some
important implications for how the éérson with érthritis
~identifies him or herself.
Manybadults are socially défined primarily by
the name of their oécupation; for example,
'éooks, teachers,_truck dfivers, painters or
surgeons. Loss of the ability to carry out
- these tasks and functions in these roles may
'cauée loss of social.identify and diminished
self-esteem, even though function in another
role would be quite ‘possible (Banwell and
.Ziebell, 1985).
' Loss of function causes dependence in others which means
seeking and asking others for ﬁelp, Fifth).personswwithzg«,:’
arthritis Amust bear the financial costs of chronic
illhess.. |
Persoﬁal ‘adjﬁstmentr to arthritis méy even be
problematic when the disease activity decreases. if the

patient shows liﬁtle or no psychological improvement when
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the diseasé activity decreases, we cannot assume that
medical management has been .successf’ul‘. Nor can we
assume that modern medical management Qill result in}a
concomitant improvement in. the patient's acceptancé of
his/her disease. Joint sympfoms may ilﬁprove but the
subject may continue to have psychological and_'_ social
problems. The p_atient may continue to exhibit his/her
initial an)éiety, hostility, and inalolillity to accept'-
his/her diséase;' This reaction constitutes a continuing
problem to this person and to others who enter his/her
life orbit.

Some additional psycho.logical. responses to rheuma_tic
diséases havg been observed by Banwell and Ziebell
(1985). First, they sfate thét anxiety develops when
symptoms appear. ASec':ond, denial manifests when thé
subject ighores the symptoms or insists they havé no
meaning. Third, anger develops when the individﬁal
perceives the injustice‘of the illness, dependency, pain,

and an interruption of lifé_pétterns. Fourth, depression

is seen as the most common: psychological: diagnosisain. . os:. . -

whi'cvh' this condition results in a loss of energy and"

motivation.

Psxchosdcial Responses to Rheumatic Diseases

The combination of the above psychological features
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 of the rheumatic diseases can potentially influence the -
-subjecté' family and social environment. Two indebendent
- studies "have found that about sixty peréent of RA
‘patients experiénce at least one major psychosocial
‘change reléted-to family>funqtioning such as increased
«arguments with mafital partners, sexual problems or
changes in the health of family members (Liang et al.,
1984; Yelin et al., 19%9); Social and marital stréss as
a result of RA has been evident in some divorce studies
(Cobb et al., 1959} Medsger and Robinson, 1972). One
finding is that a significant higher 1level of divorce
exiéted in_people who'developed RA compared to normal
controls. And another finding ,suégested that the
prevaience of divorce in people with RA was primarily a
reflectibn of a,lower rate of remarriage. In additidn to
the decline in famiiy functioning, a 'study with a
populatibn of 180. persons with RA determined that
diseasé, social, and work factors were all found to

 contribute to the development of work disability. Social

and work related | factors combined have a far:larger- .: .. .. °~'~

effect on work disability 'than all disease factors.
"Am6ng'w6rk factors, control over the pace and activities
of work and self-employment statusf ﬁad the greatest
effect on continued employment, suggesfing that tiﬁe

- control issues are crucial to the maintenance of one's
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Ajob after onset of this illness." With reference to all
soc1al and work factors, those measuring autonomy w1th1n
‘work rather ‘than demographlc background or the phy51cal‘
characteristics of work have the strongest effect. The
study sdggested that work disability is not strongly
associated with the physical requirements of the job
among persons with rheumatoid arthritis. The authors
suggest that the probability of work disability could be
reduced by:creation andsthe development of more flexible
roles and pace in work settings. - Employers-and other
labour-management personnel need to be educated by
arthritis health professionals in this direction (Yelin
et al., 1980). |
Family functioning and social adjustment
difficultiesdsuggest a need for psychosocial analysis of
the patient's needs. Such an analysis would include a
-social history or assessment of family functioning, an’
occupationai assessment and so forth. The biomedical

model assumes a biological pathology underlles the

rationale for treatment; It empha51zes treating anﬁﬁ“o-

illness or disease with a corresponding biomedical
solutlon rather than interacting with the person. By
plac1ng less emphasis on the psycholog1ca1 and social
issues fac1ng by a patient, the medlcal model encourages

the prestmption that negative reactions are a product of
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_dysfundtional patient character.‘ ﬁe have seen that
arthritic patients do not 4necess§rily develop
dysfunctionai characters or pathological personality
disorders, however, McFarlane énd Brooks (1987) make a
"case for psychological factors actually’ having the
.potential to predict more variance in disability than
does diseése.activity. Psychological factors, such as
anxiety,Adenial, énger andndepression were associated
with dilemmas caused by having a‘ chronic illness,
difficulty in accepting the physiciah's reassuraﬁcéé and
clinical depressién. In osteoarthritis, psychdlogiéal
variable§ have been found to be strong indicatoré of
individual differences in fﬁnctional impairment and pain
(Summers et al., 1988). These findings suggest that the
prbgnosis for future functional ability may be forﬁuiated
when patients attitudes and psychological states are
.carefully asséssed. | '

Psychological and social assessments are ﬁertinent
to understanding patients with chronically painful joints
who often- beconme hostiléﬁorgappear_to feeigangry;and
bitter. Multiple*cauéés'are suspected of contributing to
fhese ’féelings, .including*’becoming defensive against
Adepression and proﬁécﬁing anger upon significant others.
Some people with arthritis react to their dependency

feelings and the sense of being burdened unfairly with an
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unpleasant and painful disease. -Their anger can also be
airectéd to the health care providér for not being able
to aileviate their symptoms. Injustice 1is often
expressed to the world in genéral by statements iike,
f“why me?'>I have done nothiﬁg to deéerve this." If not
expressed openly, their anger may manifest as passive—
aggressive, manipulative bghaviour; a manner in which
anger can be expressed in a socially acCeptablé'way such
as always talking on the phone, watching television,
forgetting treaﬁment sessions and/or fofgetting to take
medications (Potts and Brandt, 1983). Like anger; denial
is a defense mechanism that serves to buffer égainst.
thréatening information; defense,againstva reality that
could overwhelm a‘patient. Continued denial mightAbe
detrimental if the patieht cannot psycholpgically accept
the‘neéd for‘treatment; "While some patients may deny
-thét they have arthritis, others can accept thé diagnosis
énA an . ihtellectuai basis, but deny its potential

seriousness or its chroniéity" (Potts and Brandt, 1983) .

‘Bargainiﬁg is a behéviour that might appear when
' denial“handiminished and thevpatiéntvcanja¢ceptwpart;»if :
not all, of the situation. For example, a patient ﬁight
state that "I believe I can cope with my arthritis if

‘only I am able to work until I am sixty-five years old."
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(Potts and Brandt,.1983). The social workerAin this case
must question whether the patient's bargain is reélistic.
If yes, it can be used as a goal, however, if not, he/shé
mnst ask thé‘patient questions to obtain a realistic
picture.

Another common emotional response is depréssion.
Zigmond and -Snaith (1983) found that -hospitalized
patients undergoing a flare of RA exhibit a gre.ater
degree of depression and especially anxiety than that_
which occufs in healthy people using thé Hospital Anxiety
and Depression (HAD) Scale. Dopfession has been
associated ’with RA by other inyestigators (Moos and
Solomon, i964; Polley et ai., 1970; Lang et al., 1984)
who found an association between personality and physioal
diseaée and depression. Rheumatoid arthritis patient55
. responses to objective standardiéed psychométfic tésté
consistently indicaté levels of depression (Anderson et
‘al., 1985; Anderson' et al., 1986). Findings of

depression have also been documented by Liang et al.

(1984),EZaphiroporelos (1974), and Gardinex;(lQBO),h_Someag;w“’

investigators have suggested that self-reports  of
.depression represént a.reaction~to the experience of any .
chronic, disabling illness to the degree that no
diffefences can be found between RA pationts and thoso

individuals with other chronic diseases (Bradley, 1985).
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In their study, Potts and Brandt (1983) noted that
of the thirty to sixty RA patients who were depressed, an
' asSociation was attributed to decreased independence in
performance of daily activities.\ The investigators
stated that this outcome was a nornal reaction to loss of
function, self-esteem, ‘ employment, mobilitf, - or
;anticipated loss of social contacts and marital
dissolution.

Potts and Brandt '(1983) "make a distinction in
sequential emotional responses ‘between patients with.
terminal illness and those with arthritis. They note
tnat terminally ill patients proceed through denial,
anger, bargaining, depression and acceptance of their
illness, however, arthritis patients, who exhibit these
sequential emotional responses, areidifferent because
arthritis is marked'by flares and remissions. Fluidity
between tne stages'of emotional responses is mere marked
in individuals with arthritis than most terminally ill
people.

In. .addition tuq;painwﬁgaffectiVeawchanQeSgwandﬂnp
functional disability, .patients_ must adjust to the.
psYchdsocial- changes: that: ean' result from chronic
diseases.» For example, Earle et al. (1979) found RA
patients expressed lower self-esteemn, less work

satisfaction, and a greater sense of meaningless than did
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healthy cqntrol.persons. Others reported dysfunctien in
social interaction and communication. Other mechanisms
by which psychoseciai dysfunction may follow illness .
include a disturbing subjective meaning of the illness
and its manifestations for the patient, impairment;ef the
'patient's capacity to «cope with - need ‘and goals,
impairment of the ability to meet the demands of sexual,
social and economic roles, and disruption of normal sleep
and wakefulness patterns. Any disease or disability
which threatens or destreys these personal values is
bound to. have a profound psychosocial effect‘ on the
patient and may precipitate one or more psychiatric
disordefs'COncurrently or sequentially.

| Nicassio et al. k1985) in their use of the Arthritis
Helplessness Index (AHI), which measures the extent to
which individuals ‘believe they can control their
arthritis symptoms; “found that helpiessness was
associated.with hiéh levels of pain, ahxiety, depression,v

low self-esteem, and functional disability. Helplessness

- was also :found to be associated with perceptions.:of. =

negative changes in disability status.

A Personal helplessness "and passive'resignatioﬁ“are‘
postﬁlated by Nicassio et al. (1985)_to be the_resuit of
the_patient'sblimited,tolerance of the unpredictable

nature of remission and exacerbation in RA. They suggest
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that patients who learn to tolefate the unpredictable
nature of RA may be ablé to achieve better confrol of
their diseéée (Kirwan, 1988). Achieving greater control
over their arthritis involves the patient in a learning
process which requires ﬁheir a;ceptance of the.
unpredictable nature of arthritis; that is, its continual
remission and exacerbation. |

' When dealiné with the | uncértainty and
uﬁpredictability of.arthritis, patients are unable to
pfedidt how the disease will progress, how soon the
treatment effect will be noticeable, and which joints
will be painful. All of these concerns complicates
"emotional adjustment.

Psychosodial problems can be tied to the person's
general quality of life or.life satisfaction. LaBorde
~and Powers (1980) found'thatApersons with psteoarthritis
~ had significantly lerr life satisfaction scores than
persons undergoing chronic . haemodialysis. They
-attributed ﬁhis finding to chronic pain, . decreaséd

mobility:<and preoccupation;withathewdisease§@u4hww"

Family Punctioning "
A neglected area of psychosocial analysis is the
examination of how patient-family communication and

interactions are affected by arthritis. It is natural to
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expect other family members to react to ‘the disease.
'Medical personnel do not always encounter all family
members-and are thns often unaware of their cpncérns.
Conflicts and misunderstandings can develop wnich nan
lead to a lack of fgmily Support and noncompliance in
medical treatment'regiments. When good communication
does’ not exist between family members, 4prob1ems and
feelings often go unrecognized and -unresolved. The
result might be éxpressed.in termé of thé patient's
resentment, anger, and depnession (Banwell and Ziebell,
- 1985) . Another common feeling is when patients verbalize
guilt because they areAunable to fulfil their customary
:oles as family members. Under these circumstances some
patients perceive themselves as a burden to the family. ‘
Failure to cpmmunicate adequately with family members and}
poor social adjustmentAare other psychosocial problemns
responsible for inadequate family functioning. Because
of a léék of understanding among the patient as wéll és
otner family membefs, improvements in family functioninq
might reguire intervention'with botn parties.

Family members may deny the iliness because it seems
too threaténiné and may react with énger toward the .
patient. Furthermore, guilt may arise because of the
anger} Family members might require education'regarding

common emotional reactions of_patientsﬁ‘\They may need to
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know that aﬁger éan be normél for some arthritis
patienﬁé. As a reéﬁlt,,family members may not feel as
hurt as they would otﬁerwise if the patient difects anger
at them. To enhance family well-being and to prevent
family discord, intervening with family’membersiregarding
their own emotional reactions to the patient and the
disease may be as impbrtant as intervening with the
patient.

Lack .of family support may be a reason for
noncompliancevin following treatment regiments. Ferguson
.and Bole (1979) recognize this issue as. needing
.strategies fér impfoving compliance. It must start by
convincing the patient that a given recommendation is
necessary and is expected to bé heipful in terfn_s .of
either symptomatic relief or prevention of the'disease.
"In cases where a lack: of family Support is;difectly
interfering with'compliéncé, direct intervention thfough
education or counselling may improve compliance"

(Ferguson and Bole, 1979).

- . Patients concerned: with . their impact: on their: -

family'structure worry about becoming a burden to their
family by virtue Of the amount of physicai and psychic
energY»which must be eipended on thei: care. 'DependinQZ
on its severity, ‘arthritis can interfere with thé

physical and financial maintenance of the home and may
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limit spare time available tb spénd with spouses or play
time activities with the children. .Peoplev with arthritis
may have a need to discuss their heélth problehs with
other members of the famiiy or social network, but
frequently they do not wish to impose on others by what
might be regarded as "complaining." .Evidence suggests
that RA patients do not communicate with relatives
coﬁcerning prdbiems and hurt feelings; and therefore,
fatigue, depression and limitations on activitiés
fesﬁlting from arthritis might not be well understood by
the healthy spouse ot close friend (Vignos et al., 1973).
Conséquently, family members hay not be preparéd for the
patient's depression and irritable moods. |

Vignos et al. (1973) evaluated the extent to which
family members related to the patient as an equal, the
level of mature social relationships, expreséion of
honest feelings in .the family and degree of mutual
acceptancé. Poor soéial adjustment was found.initially.
‘in eighty percent of the patients studied. Significant
impfoyement in social adjustﬁent¢was notéd afte;;onehyear.
in lpatients who participated ih intensive treatment
groups, but not in control*éroups. |

A contributihg»communicaéion problem is common with
people with arthritis. In an ‘attempt to Kkeep their .

lives, behaviours and interactions with others constant,
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arthritis patients_often "cover up" their limitations by
masking their disability’and pain. Patients state that
they are fine or attempt to walk as norﬁally as possible
in spite of their discomfort. “Anotﬁer technique 1is
"keeping up"'or'méintaining whatever is perceived as a
normal activity level despite the likelihood that
inéreased joint pain may result. People with arthritis
who caréfully hide their discomfort or disability may
wonder why their families and friends are not more
helpful or sympathetic. They may be proud because no one
knows, yet distressed because no one cares (Potts and
Brandt, 1983). |

A final observation made by Vignos et al. (1973) is
that the impact of severe chronic arthritis may be
exacerbated by total or partiél confinement to the home.
Iﬁability to leave the home removes the stimulatioﬁ of
outside‘ social contacts aﬁd breaks down friendships
because the arthritis patient frequehtly canndt respond
to invitations of. participafe in outside activities
because..of fatigue andapéin@ﬁﬁ«w‘ .

Up unﬁil now, we have identified the markedly varied
problem area faced by arthritis patients. It:is evident
that pedple ‘with arthritis are exposed to various
psychologiéal and pﬁychosoéial dysfuncfion, including a

range of economic, physical, psychosocial and family



26
'édﬁustment éosts. It is now appfopriate to addfess
sociéty's and the health professioh's awareness of the
disease and their responses to the problem area in

general as it has been discussed above.

SOcietél Awareness of and Response to the Problem A:ea

Patient Education

By tradition and definition patieht education is a
"planned combination of learning activities designed to-
assist people who are having or have had experience wiﬁh
illness. or disease in making chdnges in their behaviour
conducive to health" (Green et al.;-1979). -R ecent
studies conducted by Lorig et al. k1989), McGowan (1990)
and others have demonstrated that positive health
outcomes for people with arthritis are possible with the
assistance of patient education programs. Levin (1978)
stated that the essential pufpose ofvpatient education is
to teach patients those ideas and skills that will help
themﬁwcope with their: immediate. medical pfohlems,@;to

maintain health and avoid disease. During the 19705,

health educators called for more emphaéis on the -~ "=

practical COﬁtributions of health education in the area
of health administration and economic benefits. "It's

_pfopitious advantages included fewer broken appointments,
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increased bill payments, less 1ikelihood of malpractice
suifs, more efficient use of professional resources and
" increased patient compliance with treatment regiméns"
(Levin, 1978). |

Prior to the 1980s, studies in the afea of chronic
illness and patient education were focused mainly on éuch
brograms as hypertension, and diabetes. It was not unfil
the éarly to mid 1980s thét education of arthritis
patiénté in self-care activities was found to greatly
influence the‘symptoms,and disability produced by the
diéease. In particular, people with arthritis are
benefiting from patient education in helping themselves
maintain functionalvcapabilities‘by balancing daily rest
periods Qith selected exercises, pacing and planning
daily activitiés, using special devices and . body
positions to-help pfotect joints and taking medications
- properly (Knudson et al., 1981).

Patient - education becomes increaéingly | more
imbortant as a therapeutic intervention in an‘age.where
medical . and ‘'surgical:. interventions haveugagﬁéomewhata?
limited impact on treating a wide scopeuof‘arthritic
- conditions. Although medical and.surgicai interventions
have.increased'over the last couple of decades, they have
. 'had a correspondingly‘majo: impact on a relativély small

percentage of people with arthritis (Lorig et al., 1987)..
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On the other hand; arthritis pdtient education may have
the pdtential tp virtually reach most peoplé with
arthritis and to assist them with 1living successfully
with their disease. The aims of arthritis patient
education differ somewhat from those of other chronic
conditions. The patient must be taught}fo adﬁust his/her
exercise, rest and sometimes medication to the daily
disease symptoms. Arthritié pétient education is not
like a rigidly prescribed treatment program in that the
patient must adhere to a physician's instructions without
personal discretion. Rather, it assists the patient to
make appropriate decisiohé7related to diéeaSe activity
(Lorig et al., 1987). Moreover, patient educﬁtioh is an
important component in the medical care of the
chronicallybill because if can help the patiént not only
to become more informed about the nature chronic illness,
.but itAcan also help the patient adapt behaviours in
accordance with the_overall t:eatmént regimén,'
| Levin (1978) makes a distinction between patient
»educationaand Self—caﬁé?education. .Patientmedﬁcatiohu~
assigns;a unique social role to the learner, that of a
sick peféon undér the. care* of a professional. " In
contrast, self-care education does not asspme sickness;
. rather it,éssigns abgeneric meaning to care by haviné

. individuals look after themselves in an autonomous way.
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"Patient education goals are inifiated in response to a
staﬁe of diseasé, Whereas self-care educational goalé are
generally anticiﬁatory. The emphasis on education for
people with.arthritis is geﬁerally'placed on self-care
patient educational goéls‘becaﬁse tﬁey do not focus on
the patient as a. sick person having an arthritic
pefsonality, but rather, a "person with arthritis® whd
ﬁust'learn to live suéceséfully and fully with their
condition. In other words, having afthritis is not meant
to be central to the patient's life, but rather it is a
cbﬁdition that the patient must learn to copé with,
manage and control as much.as possible. |
| Histofically, a problem with societal reséonse in
developing patient education is that health officials and
professionals regulate the proéess and outcomes, keeping
the control in profeésional hands, resultingvin a lack of
skills transferring to the'patient. The process fefers
to planning therapy, diagnoéing'the need, deéiding on the

acceptable outcomes, selecting a method appropfiate to

. the patient's condition,sadministering the educational.. .

treatment, and observing the results.(Levin,41978).
Beyond regulafing behavioht_ is the potentiall&

' serious effect of deprecating, reducing, or‘éven shutting

down the_patient's autonomous healing‘capabiiities. "The .

result could be reinforcement of patienf dependency with
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~all of its counter-productive effects, among ofhefs,
transforming the patient inﬁd a malleable compdnentvin
the professional health care system .-- a minor
stockholder in the complex firm of medical care" (Levin,

1978).

Determining the Focus of Patient Education

Modern management of individgals with arthritis is
éimilar to the management of other individuals with
painful, chronic diseases, which requireé them to adoﬁt
various new behaviours and make needed changes in theif
lifestyles. Patient'education is one way of incréasing
the individual's adoption of behaviours aimed at
decreasing pain and maintaining function. Despite the
apparent importance of patient education in arthritis
care, however, few studies have evaluated the impact of
these 4education  prpgrams on patients' knowlédge of
arthritis and changes in'their behaviour (Cohen et alf,
1986) .

Patieht ,éurveysaﬂhayeyﬁbeen“ used; :toix 'determine::
.educational needs. Lorig et al. (1984) cohducted a
patient needs assessment using’éélient belief methodology
" which asked a sample of people with arthritis what kinds
of things come to mind when they fhink about arthritis.

Their primarily concerns were pain followed by
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disability,vfear, depression, and deformity.

Doyle and Brunk (1986) conducted another similar
‘needs assessment for a rural population and the content
areas identified wefe exercise, depression control,
energy conservation, joint protection, use of
medications, nutrition, diet and sleep. AOthet areas
identified by project staff included evaluating unproven
treatments, working with the physician, and helping the
family understand.

These outcome variables were established by patients
as well as healtn professionals as criteria for
evaluating a patient education course that will be
explained in more detail in chapter four.‘ Patient
education plays a significant role.in helping‘the patient
deal with these variables, and furthermote) it plays an
important role in providing some direction for health
professionals on selecting the best treatment
: intervention for the patient.

Working with the physician or improving the doctor-
patient relationship is another important area that has
been suoqested for patient education. Over a one year
period; Kirwan (1988) : noticed that changes in
helplessness correlated with difficulty in pefforming
Aactivities of daily living. Some patients were inclined

to hand over  responsibility for their disease to the
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_doctors, which, in turn, mitigates against a sense of
pérsonal patiéntAcontfol and self motivation. Kirwan
suggestedthatinappropriatedoctor-patientrelationships
may aggravate chronic diséase and that-its managément
hight be more effective in group settings.

Social Workers as Educators

Social workers can be instrumental in -educating
people with arthritis regarding issues like. doctor-
patient relationships and other educational topics which
prove to reduce cost of providing medical care. If the
7ﬁigh cost of medical care continues to stimulate movement
-away from institutional care, many health care
professionals, including social workers, will find
themselves with expanded responsibilities as self-care
consultants (Créne, 1985). Where paﬁient education
. programs provevto reduce institutional operating costs,
social workers will find themselves adopting more
responsibility in‘prbviding patient education. Within
‘their cost containment responsibilities, line social
workers and managerial social workers will be encouraged
to accept patient education programs which prove to
.redﬁce both intensity of cafewand length of stay, thereby -
containing costs without a loss of quality (Bartlett,
1984; Turner, 1978). Alternative health care delivery

systems, such as < ambulatory care céntres, health



33
maintenance organizations and after care programs, have
conﬁinued' to rapidly expand while patient days have
continued'to fall. "Self-care, preventive medicine, and
wellness concepts are all expanding in .heelth care.
Patient education plays an important role‘in application
of these conceptsﬁ (Crane, i985). |

 The survivel and success of quality health care-may
,vulﬁimately depend oh the effeetiveness of patienf
-education. Medical.technelogy cannot effectively treat
‘many  arthritic problems and cannot alter 1life-style
behavieurs that bring about or aggrevate many of the
health problems and diseaSe processes. "Patient
education that can produce positive changes in 1life
styles through behaviour modification has fhe'poteﬁtial
_te become e majof'means of health care promotion and,
therefore, a major part of the health care delivery
systeﬁ" (Crane, 1985). |
The'eocial worker's role in providing effective
patient education should accomplish the prevention of
adverse health changes and:stimulate beneficial health
chenges. Furthermore, the.social worker in this pfocess
wi11$ﬁerek§ected to identify target populations‘of people
with afthritis who would benefit from patient education
programs, to design implement and administrate patient

education programs, and to demonstrate and document cost-
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effectiveness of these programs.

Beyond the cost containment argument for increased
social work involvement in this field, there isv an
educational need identified by patients. Knudson et al.
(1981) found through informal conversation with staff and
patients? that many of the educational needs of the
paﬁients vare not being’ met. Social workefs can be

instrumental in picking up this function.

Understanding Psychosocial Concepts

Another concept for improving these areas is the
wellnéss approéch whereby patients are encouraéed to be
healthier than they actually are in spite of having
arthritis. Social workers, using a program like thé
Arthritis Self-Managemént Program (ASMP) , could
conceivably fill the gap where educational expertise is
needed and assume a larger role in. patient education.

Patient education programs like fhe ASMP provide a
basis for undersfanding personality and emotional states
in the physiologic mechanisms of diseésé’ énd the
responses to treatment. The ASMP offers a comprehensive-
intervént"_ion model which includes preventive, therapeutic
"and rehabilitative components; It is designed to help
patients discover the many aspects of their lives that

they can control, including diet, exercise, personal.
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growth, peréonal habits such as smoking, stress
management, attitudes, life style, and nonpharmaceutical
pain managément. Similarly, the ASMP offers a stress
management approach to diséover 'patienté' recent
emotional states which are sometimes more difficult to
determine by using other traditional mental health.models
for therapy. 1In particular, it is especially difficult
for people with érthritis to discuss their inner feelings
in the traditional therapeutic 'ways. The stress
management appréach for dealing with psychosocialvissﬁes-'
is often more acceptable for people who are hesitant to

discuss their feelings and emotions.

In concluding this section, it is important to note
that social workers are expanding the field of research
in psychosocial issues in the.rheumatic diseases and are
seeking both to descfibe the current status of the
individual with arthritis and to evaluate the effects of
iﬁtervention. More emphasié is now placed on the
therapeutic value of uﬁdefstanding.these'isshes rather
than simply describing an e#isting'personality'construct.
This problém area is bécomingwmore and more-important to
the social work profession _because with the overall
increase in interest of psychosocial factors and support

for comprehensive, ~multidisciplinary arthritis
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managemeht,~ focus is being placed on innovation,
im?lementation and evaluation of creative arthritis
: management strategies. Emphaéis on program evaluation
serves to foster more critical‘thinking among arthritis
healfh professionals.

The growth of behaviorai mediéinevseeks to 1link
biology and pathophysiology of disease and its treatmenf
to associated psychosocial faétors.' Many new approaches
to the psychosocial assessment and intervention have
taken into account the physical as well as the emotional
or affective aspect of .the individual patient, Yielding
a more unifiéd and cohesive body of information (Banwell.

and Ziebell, 1985).

In this chapter, it is appropriate to conclude that
social workers have a role not only in providing patient
education, but in evaluating its effectiveness. Chapter
two <provides. a review of ‘the existing literature.
Chapter three clearly sets out the specific issues to be
researched and chapter four outlines the research design
and rationale. Chapter five discusses the findings of
- this study and chapter six provides the research

implications and conclusions.
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CHAPTER TWO

LITERATURE REVIEW

Introduction
This chapter begins with a literature review on the
arthritic personality. Next, the influence of
psychological factérs over RA are ideﬁtified as
determinanté of disease development and of patients'
ability to adapt to their condition. Third, an
evaluation of patient education is examined 'in ligﬁt of
knowledge, compliance and psychosocial Variables thought
to -influence arthritis health outcomes, including
depression, coping, communication‘and‘family functioning,'
and self-efficacy. In addition, pain, functional
disability and quality of life are examined. This

chapter ends with a critique on methodology.

The Arthritic Personality

Early research in thié field concentrated on
discovering the "arthritic personality" which.waé thought
to pfedate the disease. The arthritic personality was
hypothesized to be present. prior to the onset of the
disease which might have predisposed certain indiQiduals
tolfhe.ocdurrence offRA (Andersdn, 1985). - Rheumatoid
arthritis patients were thought té be self-punitive, to

have authoritarian fathers, distant and aloof mothers,_
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~and repressed rage (Shamoian and Lockshin, 1980). Other
subjective findings described the patient as being self-
restricted, detached; emotionally calm, dependent aﬁd
compulsive. The arthritis patient was described as
having repressed rebellious resentment against parental
dominance, represeed hostility, and intrapunitiveness
(Achterberg-Lawlie, 1982). Early research also
documentedA emotional factors ae' leading to ‘the
development of RA. Emotional trauma such as surgery,
poor sexual  adjustments, pregnancy, and death or
separation ﬁere all thought to predate the onset of
arthritis. Early studies identified the arthritic
personality type as patients who overreacted to their
illness, were self-eacrificing, masochistic, frigid,
moralistic, conforming, self-conscious, shy, inhibited,
and perfectionistic (Beum,‘1982). In comments like the
following, it is evident that early researchers were
somewhat preoccupied 'with discovering a particular
arthritic personality type. |
There is some RA personality ‘type' which
cpredates the disease and.piays some role in
”“the"'onset and progression of the disease
process. .... Pain and crippling associated
with RA forces patients to a common type

regardless of their previous makeup (Robinson
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et al., 1971).

Much of this éarly' research was post hoc,
uncontrolled and of questionable validity. "Robinson
(1957) and Alexander (1950) prbduced.personality pfofiles
based on case studies énd inte:views in therapy settings,
a reSearch‘strategy whiéh is subjective-and minimally
controlled. Cleveland (1954) and Cormier (1957) ﬁsed a-
combination of interviews and -testing, using the
‘Rorschach, Thematic Apperception'Test and Draw a‘Person
Test, to construct personality descriptions unique to
persons with arthritis. However, it must be recognized
that these tests ahd'tﬁe validity 6f interpretation may
be particularly affected by the method of administration,
~scoring and circumstances of testing..

One must question whether the general medicél
pbpulation or other chronic diséése éfoﬁps are more
appropriate as controls than the normal population. The
“"chronic disease personality " préfile may exist among a
widé variety of patients rather than being a personality
type unique to people Qith arthritis. Also; one must not
overlook the probability ‘that the chronic disease
persbnéIity can'be a reSuit of rather than a precursor to
illness. It is more likely that various unconscious or
habitual coping preférences appear after the onset of

Aarthritis.
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_Later, when control groups were used, the findings
fegérding the premorbid personality conflicted with
previoﬁs studies. The findings were inconsistent in that
many patients with RA did not fit these descriptions and
that such constellations are frequently encountered in
patients with illnesses other th&n rheumatoid disorders.
'"Medical illnesses may be influenced by psycholpgical
factors and the psychological sté?e of the individual is
affected in turn by the pathology of the. organism"
(Shamoian and Lockshin,.1980).
| Too much focus has been given to  the negative
psychological characteristics. This focus has revealed
little or no information about RA patients' adaptive
copiﬁg responses 'or positive characteristics.
Alternatively, positive psychological aspects of RA
patients may provide valuable information with regard to
understanding these subjécts ahd their treatment of RA
(Anderson et al., 1985;.Andersonbet al., 1986).
 The arthritié pérsbnality literature has suffered
from investigatprs; failure~to.provide more information
on patient characteristics such as age, socio-economic
status’ “or - education. -- Although some of thé ‘recent '
literature is filling this yoid, earlier research paia
little attention to various disease parameters, including

duration and severity of illness, degree of functional
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disability, and type and amoUnt;of mediéation used.

Thé implications of these early studies present a
scenario betﬁeen a physiciah and his/her patient which
depicts a probiem that sometimes occurs.

There is probably nothingbmore destructive to

a patient-practitioner relationship than

Quickly concluding that the patient is a

"psych" case. Although this  may not .be

verbalized, it is quickly conveyed to the

patient - by the physicianfs attitude' and
- quality of care delivered. Many patienté with

an equivocal diagnosis or a rheumatoid

disorder often sigh with relief when 'thg

diagnosis is'fihally confirmed: Thank God, now
the doctor believes me and doesn't think that

I'm a crank (Shamoian and Lockshin, 1980).

In sum, if is important to emphasize that little or
' no evidenCe has‘ appeared in the literature for the
_existenée of an arthritic pefsonality that.predates the
disease and leads to disease énset. Negative personality
characteristics noted among‘people with arthritis are
‘more feasibly explained as reactions to their chronic
conditioﬁs rather than causal factors (Andersgn et al.,

1985). Moreover, many of the patterns in the rheumatoid
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personality literature are likely the result of the
 disease process rather that the factofs related tolthe
development of RA. The disease activity ovaA determines .
the psychological respgnées and these perSonélityv
patterns are more obvious in subjects who have had RA for
ionger periods of timé. - Traits relatéd to the disease
are "most reédily explained on the basis of the symptoms
and effeété of a disease that is chronic; painful, and
" potentially dangerous to various degrees" (Baum, 1982).

Given the retrospective nature of the early research
‘on RA personality types, any attempﬁ to establish the
existence of premorbid personality traits by testing
subjects after the disease onset is not an adequate test
" of the question. VSucﬁ.a test cannot détérmine which
traits were present prior to the disease‘onset and which
traits resulted from the disease itself. Notwithstanding
the'prohibitive feasibility and expense'invblved,van
ideal approach would involve a long term study of normal
persons in which those who develop RA would be compared
to those who did not. A mdre practical approach would
compare theApersonality characteristics of ﬁAlpatients in
theﬂmeariieSt stages of the-disease Qith chronic RA

patients.
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Psigholoqical Factors and Rheqmatoid Arthritis

Althqugh it is clear that_pétients with chronic RA
’exhibit anatomical and psychological changes, evidence is
accumﬁlating fér the importance of psychological factors
as determinants of disease development and of patients’
ability to adapt to their condition. Health
professionals are also becoming increasingly aQare that
arthritis and education programs can be improved by
paying more.attention to the problems éétients face in
adapting .to a chronic disease both phyéically and -
psYchologically (Brooks and McFarlane, 1983; Jette, 1982;
Rogers et al., 1980; Meenan et al., 1981).

Nicassio et al. (1985) investiéated the correlation
between-psychological factors 6f personal helpleSsness
and-the changing difficulty in performing activities of
daily living over a one year period.

The inclination of some patients (perhaps

supported by the atmosphere of much currént.

medical practice) to hand over responsibiliﬁy

for disease to doctors mitigates against a

~sense of personal control and self-motivation,

‘suggesting that=inappré§riate doctor—patient§=

relationéhips may aggravate chronic disease

and that, at least for some patients, disease

management could be more effective in group
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settings (Oberai and Kirwan, 1988).

McFarlane and Brooks (1987) assessed thirty patients
with RA over a three yeaf period and found that-
psychological factors consistently predicted more of the
variance invdisability than did disease activity. These
investigators also reported that thése psychological
factors were associated with a tendency to deny -Athe
emotional dilemmas caused by having a chronic illness,
difficulty in accepting doctors' reassurances about the
 disease, and clinical depression. Similarly, Summers et
ai.,‘(1988) worked with sixty-five pétients with knee and
hip oéteoarthritis and concluded that psychological
variables were strong indicators of individual
vdifferences in functibnal impairment and pain. These
 findings éuggeét that the prognosis for future functional
ability méy_only be formulated when patignts' attitudes

and psychological states are carefully assessed.

 Eva1uati§n of Patient Education
- Not until- the late seventies did comprehensive
patient care and patient"educafion receive increased
emphasis with regara to RA. Interdisciplinary teams
(Katz et al., 1968), educational programs (Vignos et al.,

1976; Kaye and Hammond, 1978) and psychotherapy groups
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(Udelman ahd Udelmah, 1977) were formed. Independent or
professionélly ofganized.pétient groups were also created
for educational. and supportive purposes. Although the
arguments for such programs were compelling, few
controlled studies had been published. T h e
psychological and social problemS'identified in the needs
~assessments discussed in the previous chapter highlight
the néed for critical evaluation of prioritiéé which
should be addressed in patient education programs. More
professidnal attention is needed analyzing the importance |
of psychosocial‘factors in the way patients cope with
‘their arthritis. HThis critical evaluation of priorities
is ’not. only important for .fhe establishment of new

programs, but it is also important for their development.

In 1579, the Stanford Arthritis Centre initiated a
program called the Arthritis Self-Management Patient
~Education research project.' From its inceptioh, the
project had two objectives. The first was, to develop
and implement a community-based patieﬁt education program
that would improve health statué, lower health care costs
"and improve patient satisfaction. The second purpose was
to intrdduce a low-cost, eaéily replicable masé patient

education model (Lorig et al, 1984).
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Increase in Knowledge
Evaluation of the Arthritis Self-Management Program
(ASMP) (which will be described in more'detail in Chapter‘
Fbur), indicated that'subjects reported an increase in
Atheir knowledge of érthritis. Other ihvestigétors which
assert that arthritis patieht education is effective 
primarily in the area of improQing patients'Aknowledgé of
their illness include Lorig et al. (1987), Mazzucé
(1982); Kaye and Hammond (1978) ; Kaplin and Kozin (1981);
Knudson et al. (1981); Gross and Brandt (1981).
Lorig eﬁA-al. (1987) published a review of the
1iteratﬁre ‘evaluating arthritis patient education -
" studies, involving attempt to change psychosocial status.
Of the 76 studies included in fhe review; 34 measured
‘ changes in knowledge with 94 percent finding an increase
in knowledge of arthritis. The most frequent type of
knowledge measured was that of the disease process and/or
ifs treatment. |
Kaplin and Kozin (1961) conducted one of the first
controlled studies to assess. the vélue;ﬁof_ gfoup
counselling, which included an educational component in
patiehts*with.RA.. TheQIesultS‘indicated tﬁat"subjects
who attended group counselling sessions made gains in
knowledge and understénding of their disease. o

‘Kaye and Hammond (1978) evaluated patient education



47
programs using 48 RA patients of which 94 percent
considered the programs helpful in increasing their
understanding of their condition. Similarlf, Kaplin and
Kozin (1981) reportéd that patient edﬁcation"and
" counselling improved scores of seif concept and factual
knowledge. They concluded that these results provide
evidence that formal education sessions and .group
counselling may be and important part of the patients'
mahagement"of their RA. | |

Knudson et al. (1981) found that outpatient
‘education for RA patient groups was highér in their
CognitiVe score compared to controls and that the
treatment group also improved its behavioral scdres in
the long term more so than the contrql group. »The
behavioral scores were taken from the subjects' self-care
activities in accordance with'their tréatmentvrégimen.

Gross and. Brandt (1981), like the above
investigatbrs, found educational suppoft groups for
patients with ankylosing spondylitis to significantly
increase the patients' knowledge about the disease and
its: tréatment} Udelman and Udelman  (1978), too,
concluded from_ their study that educational support
groups resulted in increasing patients' understanding of
their disease, hoWeQer, this conclusion was not based on

a controlled study. In another study, Potts and Brandt
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_(1985) found educatioh support groups for patients with
RAb showed thét‘ their partiéipation increased their
knowledge about the disease process.

Cohen -et al. (1986) found in their study of
arthritis subjects who participated in a self-managément
educational program that some differences existed between
experimentai‘ subjects and cohtrols, ‘particﬁlarly‘ the
éforementioned group acquiring greater knowledge on how
| to care for their arthriﬁis than the latter group who.
received no educational instruction.

An increase in knowledge among treatment subjects is
' cdnsistent with fhe results of many other,studies of
arfhritis>patient education, howéver, determining the
degree to which knowledge df self-management influences
. behaviour remains problematic. Many stﬁdies remain
inconclusive with regard to what factors —cause
improvement in targeted behaviours.

Although publiéations in this field have increased
(Rippey et al., 1987; Spiegel et al., 1987; Lorig et al.,_
1985; = 1986a; 1986b; 1986c; and 1987), education-:
objectives rarely include an attempt to change more than
the patients' knowledge. ”TheQevidence suggests thaf an
increase in knowledge'alone will rarely improve health
(Mazzacu, 1982; Williams and.WOQd, 1986; and Affleck et

al., 1987). "It seems likely that patients will also
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need to aéquire skills ﬁo cope with specific aspects of
their:illness (such as a flare in a specific Jjoint)
together with an appropriate attitude to théir disease;
which'will enable them to épply their knowledge and
skills and take . a 4greater control of their own

management" (Oberai and Kirwan, 1988).

‘Increage in cémpliance

Educationél components have also been investigated
as part of interventions to improve gompliance} Mézzuca
(1982) discusses a literaﬁure review published by R.B.
Haynes (1976) that covers all "clinical maneuvers"
designed to increase compliance with either pfeventive or
therapeutic regiméns; ~Haynes used an ad hoc rating
system to integrate statistical and clinical significance
of the results. He found that.interventions whichvsought
to improve. complianée ‘by .increasing ﬁhe patients'
knowledge alone had 64 percent success ’ratingf In
'contrast, behavidral strategies received a success rating
of 85.percent and combined educatipnal ahd behavioral
stratégies received a success ratiné of 88 pércent.
Therapeutic outcomes for educatiohél, behaviorai and
. combined strategies were estimated at- 56, 82 and 75
percent success ratings respectively. | |

A couple of unanswered questions emerge in Haynes
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review of the literature, including, first, the degree to
which the feportéd inferventions actually improved a
pgtienﬁ's health. And second, one must question whether
a summary of_studiesvacross a‘broad spéctrum of common
medical disorders is an accurate representation for
chronic disease. It can be argued that é éummary of
results across all medical disorders is likely to inflate
the estimated effects for patients with chronicjdiseaée
(Mazzuca, 1982).

Notwithstanding this criticism of .Hayhes, the
literature clearly :shows that behavioral or regimen
orientated instruction has therapeutic value. Patients
need to put less emphésis on lea;ning' about the
pathophysiology of their disease and more emphasis on
integrating new behavioral demands into their daily
routine. Patient health education must instigate this
change.  Regular contact with the same health care
professionals, control over stimuli and rewards for
progress and daily.self-care rituals wefe among the more
successful interveﬁtions (Mazzuca, 1982).LM.~;

Patient' education is prescribed.' by heaith
professionals to increase patient participation in
"his/her own health care and thus maximize the therapéutic
benefit. A mofe critical analysis-of this presumption

indicates that it often goes untested. The question
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remains: how can the degree to which patient éducation
improves the course of chronic diéease Be determined?

Keeping in mind that a wider range of dependent
measures ought to be meaéured, Lorig et al. (1987)
reviewed the patient education literature and found that
studies of associations between compliance behaviour and .
health status were not strongly._substantiated. .The
conclusion was drawn that little e?idenée exists to
support the assumption that behaviour change is linked to
health stafus change..

Whatever their ultimate explanation and

'generaiizability, these results underscore the

need for careful evaluation of educational

programs about chronic disease. Certainly,
patient education can bring about changes in
behaviour and in health status, but ﬁhe
mechanisms involved are not clear.

Assﬁmptions that behaviour - change is

sufficient in itself, or that a particular
behavioﬁr changé will 1lead to a desired.
oufcome mighﬁ be erroneous or insufficient

(Lorig et al., 1989b).

In-»their review of studies which utilized
educational teéhniqués designed solely to dissemihéte

knowledge, Sackett and Haynes (1976) found that these
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studies ignored the attitudes that were more closely
linked to ¢omp1iancé'behéviour._ The investigators noted
that.patients showed a low correlation between knowledge
of their condition and their cémpliance. Perhaps
ignoring attitudinal change as an educational objective
méy be part of the explanation for this low correlation.

Many étudies ‘reviewed had no pre—tést or entry
assessment of either the patients' knowledge or attitudes
prior to exposure to the educatiohal program, which
pfecluded any precise estimate 6f»the effect of the’
pfogram upon these - attributes. Also, repeated
measurements were frequently ignored in longitudinal
follow-up studies.‘ Many of the studies reviewed confined
themselves to measures of perception and ignored the
actual behaviour of patienﬁs (Sackett and Haynes, 1976).'

These results indicate‘ the need for compliance
research to be limited to those clinical conditions for
which treatment has been.demonstrated to be efficacious.
Researchers must acknowledge that the list of clinical
. conditions that would qualify within this criteria is
probably quite small; therefore, an obvious need exists

for “ improved. information®-that wili_ identify .those
conditions where treatment has been demonstrated to be
efficacious. It follows that future arthritis patient

education research and practical applications ought to
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'conform to rigorous research methodology and clinicel
conditiohs for which treatment has been empirically
demonstrated to be efficacious.
A high prioriﬁy exists for a broader yet more
precise definition of learning.
There has been a failure of mahy stodies to
look beyond a limited number of educational
outcome and compliance measures. There 1is a
clear need to look harder for both enticipated
and unanticipated results of an educational
maneuver. .For example, will patients do
bthemselves harm by acting on incompleterr
misunderstood information? Will they become
more dependent on the "health sYstem and
increaee the demands on health professionals,
having been given a littie knowledge? Could
it be thatv.some .of ‘the "drop-outs" in
‘compliance studies have incurred increased
anxiety about their condition as.a fesult‘of
the educational maneuver and are doctor-
shopping elsewhere or not coming in at all?
What are the indirect- costs of patient
education maneuvers? (Sackett and Haynes,

1976) .
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-Psvchoéocial variables

Lorig et al. (19875 noté’ that a wide range of
behaviours are thought to influence arthritis health or
psychosocial status. The behaviours that seem to
influence pain, disaﬁility, and depression are exercise,
relaxation and joint protection among others. These
investigators identified 48 measures of behaviour change
with 77 percenﬁ in the direction of increased practice of .
desired behaviours [See Table 2.1]. They concluded that
patient eduéation does appear to influence a variety of
arthritis related behaviours. |

Even thngh a wide variety of psychosqcial areas
have been studied, existing scholarly literatufe is
generally void of documentation that suggests that these
areas are a problem to people with arthritis. Therefore,
one needs to be cautious in judging the ‘success of
patient e&ucation interventions that influence thesé
variables.

Nonethelesé, when psychosocial_Avariables are
measured, the interventioné chosen tend to produce
significant dhanges. © An overview of - psychosociél
variables studied in® the * field by the numerous
fesearchers documented in Lorig's et al. review of the

literature is illustrated in Table 2.2. Aécording to
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Table 2.1

summary of Arfhritis Patient Education S8tudies Involving

Attempts to Change Behaviours

'~ Behaviours No. of studies No. with - Percent
measuring positive
behaQioral ' changes -
Achangéé |
Exercise (a) ' 14 11 79
Relaxation | | 14 ' 12 - 86
Compliance (b) 9 | | 7 78

Change in use

of medication 5 3 60
Sleep 3 ' 3 100
Joint protection -3 ' 1 ' 33

(aj Exercise inciudes stretching, strengthening, and
endhfance, or aerobic activities.

*(b) Compliance with prescribed _regimes 'and/or
appointmént keeping. | |

Source: Lorig et al., 1987.
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Table 2.2

summary of Arthritis Patient Education Studies Involving
Attempts to Change Psychosocial Status

Psychosocial No. of studies No.‘with Percent
variables measuring positive
psychosocial = changes
variables :
Depreésion ' . 17 9 , 53
Mpod/moralé (a) 9 - 5 56
Coping 7 | i 6 86
Anxiety : , 6 5 | 83
Family communications 5 - 4 80
'Self—Efficacy-(b) 4 -3 .75
Locus of control 4 , 1 25
Social roles ' 3 2 67
Stress ‘ 3 ' 2 67
Self-esteem 2 1 50
SOCial support o 2 -1 _ 50
Satisfaction- ' 2 : o. , 0
Loneliness , 1 1 100
Anger S 1 o . o0

(a) InCludes attitude of acceptance and hopefulness.
(b) Includes belief to-control arthritis symptoms and
manage health outcomes.

Source: Lorig et al., 1987.
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.this.tablé, the first seven most commonly documeﬁted
psychosocial variables include (1) depression, .

(2) mood/morale, (3) coping; (4) anxiety,A(S) family

commuhicatioﬁs, (6) 1se1f4efficacy, and (7) locus of

control. The variable'that received the most reseérch

:éttention is depression with_17 studies measuring.it, 9
of which documented positivé changes. bMood/moral, which
includes attitudes of acceptance of arthritis and

hopefulness, was evaluated by 9 'stUdies,. 5 of which
recqrded positive changes. Their respective chanées in
a positive direction, due to thé various arthritis

patient educationntrialsvin the studies, are documented
in the table. The same can be seen for the latter seven

most commonly documented psychosocial variables, which
include (8) social roles, (9) stress, (10) self—esteeh,

(il) social support, (12) satisfaction, (13) loneliness,

and (14) anger. Of the 76 studies included in this

-review, it is significant to note that veryv few
. psychosocial '<vafiab1es were actually meésured,
éonéidering that fhese'variablés are'likely accountable
for considerable chénges in healﬁh‘stétus (Lorig et al.,

' 1987).

Depression ‘
Kablin and Kozin (1981) found that subjects
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experienced a reduction‘_in their Adepression levels
: _immediateiy following educatibnal sessions. This
reduction was maintained in the experimental group, but
not in the control grbup.~ Alfhough, the differences in
depression‘between ﬁhe groups were not statistically
significant, a combination of education and short term
group counselling led to the géneral»trends of imprqved
self-esteem and an increase in satisfaction of overall
needs in the experimental group; ,

Lorig et al. (1989) found that along .with an
‘increase in knowledge and adoption of taught behavioﬁré,
'pain and depressioﬁ declined significantly in comparison
to controls in a four year follow-up étudy. Like
improvements in the psychosocial factors of coping and
family communication, some investigators have also
_reported improvements in depression (Kaye and Hammond,
.1978; Udelmén aﬁd Udelman, 1978; Gross and Bréndtﬁ 1981;
Kaplan and Kozin, 1981; Wetstone:et al., 1982; SchQartz

et al., 1978).

COQihg"

| Poffs and Brandt's' '(1983) study of educational
sUpport:groups for patients with RA, involving nineteén
subjecﬁs and a similar number of controls, revealed that

while a significant increase in patients' knowledge of RA
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occurred, the groups had little effect on patients'
ability to cope with arthritis or on their compliaﬁce
&ith presdribed treatment. Coping with érthritis was
defined as the patients' ability to ask for help in.
completing household tasks, explain the disease to
ofhers, verbalize feelihgs of depressioh or frﬁstration,
and engage in their customary degree of sexual activity.

These results allowed the investigatoré to conclude
that participation in the educational support groups did
not‘necessarily'enhance thexoverall ability opratients.
to cope wiﬁh RA. These results are similar to those of
the ankylosing spondylitis Study'andvthe explanation
offered is that possibly the relatively brief duration of
the educational ~support groups (foﬁr weeks) did not
provide sufficient time for the parficipants‘to resolve

their difficulties in coping with their illness.

 Communication and Pamily Punctioning

Numerous studies suggest that patient education
results in ‘an increase in patients'’ commﬁnication with
. their doctor and/or family. In Kaye and Hammond's study

(1978)”of 48 RA patients, 93 percent said'that pétient
educétion enhanced their communication with their family.
-The authors concluded that patient education is effective

.in  helping patients understand and comply with
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physicians'instructions as well as vhelping patients
assume greater fespﬁnsibility fér their own healtﬁ care.

. Other  investigators found improvement in
qoﬁmunications.‘ Schwartz et al.4(1978) found enhanced
communications with physiciané and family members.
Althbugh their findings were not based on a controlled
- study, Udelman and Udelman (1978) found that educational
-suppbrt groups allowed patients to identify strengths and
adequate techniques of coping and healthier family

communication.

Self-Efficacy and Health Outcomes

A variable which is similar to health iocus of
contrél is perceived self-efficacy. Self-efficacy is the
belief that one can perform a specific behaviour or task .
"in the future. Lorig et al. (1989), found a significant
growth in'self-efficacy.among subjects in the Arthritis
 Se1f-Management Program (ASMP), and a high associatidn
between the increase in‘perceived self-efficacy and the
decline in pain. With regard fo‘ the self-efficacy
, measure developed for this study, the authors state»‘that
"the instrument performed well during its development and
in a preliminary test, discriminating patients who
received educational intervention from paﬁients in tﬁe

control group," who did ant' receive educational
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intervention.
| They also founa that health outcomes correlated with
a perceived abilify "to do things" (perceived self-
efficacy) thaf would yiéld the desired outcones.
Patients' perceived their ability "to do things" grew
."during the ASMP. More specifically, perceived self-
efficacy correlated with health outcomes both before and
after the.course, and as these outcomes improved during
the course, peréeived self-efficaéy grew.

Prior to the development of a instrument deSigned to
measure perceived self-effiéacy, Lorig et al._(1989b)'and
Lenker and Lorig (1984) qﬁestioned the traditional
assumptions underlying the educational process.

The Arthritis Self-Management Program (ASMP) has
evidehtially been‘successful in improving knowledge of
arthritis, increasing behaviours thought to be beneficial
~and . decreasing levels of pain.’ However, while the
results of some of thé patient educatioh studies reported
in this literature review have been positive, the méthods
of education and evaluation have varied, preventing
- conclusions concerning the most effective means of
.condﬁctihg thé programs. Most programs reviewed have -
been based on a conventional educ&tional concept whereby
the cause-and-effect 'process. is 'directly linked.

Moreover, it is assumed that education leads to the



62
'adoption of particular practiceé»or behaviours which, in
turn, lead to beneficial changes in health. However,
most patient education studies have not tested the
validity of this sequence.

Lorig et ai. (1989b) found weak correlations between
participants' adoption of taught behaviours and imprdved
health outcomes. InvOiving a large number of subjects,
the ASMP permitted an examination of the association
between. knowledge increases and adoption of taught
behaviours (exefcise, relaxation, énd walking) and health
outcomes;b that 1is, decreased pain, disability and
depressién. Since this association proved’to be weak,
the usual sequentiai educational mechanism appeared to be
insufficient. Moreover, while the weak associations do
not exclude an effect of incremental behavioral changes
on health status, they do suggest that other mediating
factors are present. -

The weak assqciations proﬁpted Lorig et 51.1(1989)
to interview 54 participants and evaluate their
experiences in the ASMP. The participants were asked why
they found'the course helpful or not helpfﬁl. One half
of the subjects interviewed~§tated that their pain and/or
disability had decreased} while the other half stated
that their pain and/or disability had not changed or had"

increased. The former group believed that their benefits
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were due to an increased senée of influence oricentrol
6yer{the-consequencee'of arthritis, while the latter
group believed that they had no edntrol of could do
little to improve their situation. | |

The authors ateributed these findings to the
subjects' sense of personal ability to affect the
consequenees of their arthritis. The,concluded‘that this
ebility to effect change (akin to confidence) is similar
to the psychological concept of perceived self-efficacy
and that this self-efficacy was strong in some subjects
andvreiatively weak in ofhers. They also concluded that
the‘perceived self-efficaéy'interabted with the course to
create the health outcomes. |
| ‘Lenker et al. (1984) also found a 1lack of
association _between improved health behaviours and
improved health status. Persons with arthritis who -
attended a tweive hour self-management course gehereliy
showed improved health behaviours and improved health
' outcbmes; however, the investigators found no association
between the two. They interviewed 54 course‘participants
to determine the factors that were associated with
‘pOSitiveﬁand negative health status outcomes. Persons
having positive healfh outcomes indicated that they had
more control over their disease and a bositive emotional

status, while persons with negative health outcomes.
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indicated that they had'a lack of control and generally
a negative emotional status. The differences between
these two groués,were statistically significant.

Two studies.(Lenker et al., 1984; and DeVellis et
al., 1986) - which presented measures of association
between behaviours and health.status, assuﬁed that the
associations were not strcngly substantiated. Van Deusen
and Harlowe studied the effectiveness of the ROM (range
of motion)'Dance in which control subjects significantly.
:increased the frequency of their exercise and rest, but
did not demonstrate significant healthlstatus changes.
Oon the other hand, the treatment group did not
significantly increase their expected behaQiours, but did
improve their health statusT Four other studies assessed
both behaviours and health status (Achterberg et al.,
1981; Cohen et al.,‘1986;7Rippey et al., 1987; Geoppinger
et al., 1987). Although three studies demonstrated
significant - changes. in behaviour, they did not
demonstrate changeslin health status (Cchen’et al., 1986;
Rippey et al., 1985; Geoppinger et al., li987). In
addition, one study (Achterberg et al., 1981)
demonstrated negative nealthustatus.

Failure to establish a link between behavioral
changes and health status changesvmay be due to faulty

assumptions or to measurement error. In any case,; future
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studies should be based on-éound theoretical models}and
should' be empirically tested for their assumptions;
Based on these .findings, little evidénce exists to
support the assumption that behaviour change is linked to

health status change.

Pain, Functional Disabilitv»and Quality of Life

Table 2;3 summarizes. the studies which included
heélth status as an outcome” variable (Lorig et al.,
1987) . The‘health status variables included in the table
‘are paih, functional disability, disease activity,
physical ;ctivity»level,'work capacity, count of painful
joints, stiffness, mobility, tdtal health score and grip
stréngth. Ninety-six measures of health status were
identified of which 59 (61 percent) demonstrated.
improvement. |

_ Lorig.and her colleagues (1985) found that with an
increaée in particular exercises and relaxation
behaviours, a trend téward decreased disability and a
lower numbef of physician visits pér year occurred than
“before the educational program. Not only did Lorig and
her colleagues find these:effects immediately following
the interventioﬁ, but for the variables of knowledge,
exerciseAahd,relaxation behaviours, ‘and pain, the effecfs

remained twenty months after completion of the program.
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-Table 2.3

Summary of Arthritis Patient Education Studies Involving

Attempts to Change Health Status

- Health status ‘.No. of studies Nb. with Percent
variables measuringvhealth positive
status " change.
Pain . 29 | 19 . 66
Funcﬁional disability 14 : ‘ 8 57
Disease aétivity (a) 10 5 | 50
Physicél activity level 8 3 38

Work capacity/walking

and exercise time 8 7 89
Count of painful joiﬁts 7 5 71
Stiffness | 6 . : 3 50
Mobility | : 6 4 67
Total health score : '5 7 3' 60
Grip strength 3 2 67

(a) Disease activity includes clinical measures,
sedimentation rates, and immunological tests.

Source: Lorig et al., 1987,
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- More specifically, in this randomized trial of 190 people
with érthritis, the'investigators found that péin was
diminishéd by approximafely twenfy percent. No
significant' impfovément in the average degree of
disabiiity was observed, but there was no deterioration
either. These results add to the evidence that health
education benefits persons with chronic disease.

A research project studying the impact of an
arthritis education program on functional ability} pain
and quality of lifé, was_conducted'by Parker et al.
(1984) using the Arthritis Impact Measurement Scales
- (AIMS). Additional dependent outcome variables also
inéluded knowledge Of arthritis and depression. Twenty-
two men.rwith RA were randomly assigned to gither a
patientveducationkgroup which received standard inpatient
medical care in addition to a formal educational program,
or a control group which‘reCeiyed_only thé»inpatient
- medical care. Members of the groups were not
significantly different in terms of their age, degree of
stress, socioeconomic status, .education level, or years
since the onset of RA.

A summary of theiri?findihgs indicates that the -
arthritis patient education program did not confer major
advantages on the treatment group compared to the control

group. 'In terms of most of the variables studied,
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subjects in the éontrol group displayed outcomes similar
td those found‘in the patient education group: The -
investigators' findings did not confirm positive patient
outcomes suggested by some of the other studies that we
have reviewed. This discrepancy appears to be related to'
the facf that the early investigations did not use
randomized control gréups} validated dependent measures
’and prospective designs. |

Parker et al. (1984) did find negative outcoﬁes of.
increased pain and impaired physical activity in the
patient education group. - The'inQestigato:s argue that
pain is a muitidimensional phenomenon which includes
cognitive énd 'emotional determinants) as well as a
sensory substrate. Consequently, patient education
programs thch highlight the disease process in education
materials may inadvértently modify or emphasize the
4cognitive'dimension of.the subjects paih experience;
'This phenomenon could be operating when pictures of
joints are displayed or concepts such as ?joiht erosion"

are used to explain the underlying pathology of RA.

Since the 1literature = (Sternbach, 1978) has
illustrated. that pain is greatly affected by
the individual's mental set, it is reasonable

to assume that certain education materials
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might result in a reinterpretation (and
possibly © magnification) - of  the paiﬁ
experience.... Withvfegard to the paradoxical
findings of more impaired physical activity
among pafients who haﬁe received more.
education, a similar process may be operating.
Patient education programs.frequently use the
éoncept of "joint protection" to teach

: iifestyle changés to individuals with RA.
This éoncept may inad&ertently heighten the
sense of vulnerability in some patients, and a
sensitization may occur in which patients
assumé. too Strong_ a relationship between
movement and potential joint damage. This
study's results strongly suggest that patients
place their own:- cognitive interpretation on’
the educational process, and that such
interpretations are not always those which are
]inténded by the educator (Pérker et al.,

1984).

Critique on Methodoloqgy
As the number of arthritis patient education studies
grow, so do the questions about appropriate evaluation

strategies, including design and instrumentation. Most
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patient_éducation critics have urged the adoption of
randomized céntrdl designs; These designs usually assume
“that first, if an interventién is »effective, _the
treatment group will improve in its dependent.variébles
- while -the c§ntrol group will remain unchanged. Second,
given an adequate group size and sampling procedures,
these effects will be normally distributed. However,; a
problem’occurslﬁhen many stﬁdies do not support these
assumptioné. In looking at the'problems with the first
assumption, it is important to note that arthritis tends
to wax aﬁd wane ovef time, and because of the cyclical
nature of‘this disease, subjects typically enter the
study when they are having problems. Thus; regardless of
the treatment or, in this case, the patient education
program, both treatment and control groups tend to
improve.. Aiso confounding the results are the contfol
participants who_oftén seek othef’forms of relief such as
changing medications or entering an exercise program.
Therefore, both regression toward the mean and'the help
seeking behaviour of control subjects can mask the
pdtential_study effects on any of the variables measured.
In their-review of the literature, Lorig et al. (1987)
noted"six studies that demonstrated improvement by
controls on behavioral( psychological, or health stafus

variables in spite of the fact that no treatment was
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provided (Bfadley et al., 1984; Parker et al;, 1984;
Bradléy et al., 1985; Shearn and Fireman, 1985; O'Leary
et al., in préss; VanDeusen and Harlowe, 1987).-
Regafding the second assumption of normality and
- sample size, a compromise in.the heterogeneitffof the
study population may have occurred in some studies. A
wide variation occurs in fhe symptoms and activity levels
among people with the same _diagnosis' and fuﬁctional
classification. Variation around the mean is often 30 to
50 percent of the mean value (Aéhterberg‘et al., 1981;
-Bradley,'1984; Feedman et al., 1984; Bradley‘et_al.,
1985). Given this heterogeneity, it is essentialAthat
the sample size“in these studies’be-large enough to
providé power to detect treatment effects and to reduce
tﬁe probability of a fype IT error. Fdr example, Shearn
and Fireman (1985) conducted a study in which the sample
' size was too small to detect a statistically significant
treatment effect. 1In other words, the treatment group
improved substaﬁtially more (eg., pain reduction was 14
percent for the stress-managemenflgroup and 18 percent
for the support group) than the control group, but the
changes were not statistically significaht.(Lorig'et al.,
©1987). | |
.Another methodological probleﬁ with patieht

education studies 1is the choice of appropriate
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instrumentatidn; Séveral_ excellent, validated self-
report scéles for measuring pain énd disability do exist,
however, the measurement of péychological variables is
'mofe prbblematic. vwithba few exceptions, ﬁost of these .
scales héve been validated on normal and/or psychiatric
patients designed to measure psychiatric problems in
populations without chronic disease. Two problems exist
with these(scalesi first, ﬁhey are not sensifive enough
to measure preclinical conditions and second, many of the
-items which measure psychological conditions 1like
depression aré compromised with arthritis conditions.
For example, the Beck Depression scale mighf consiétently
measure arthritis subjects és having a significant amount
of depression, bﬁt most éeéple with arthritis score high
on the fatigue dimension because it happens to be a
_predominant syﬁptom of the'diseaée. ‘This methodoiogical
problem underscores the need for psychological scales to
be revélidated Qheh used in populations with chronic
illness (Lorig et al., 1987).

-Among the few evaluations of ‘arthritis patient
educatioh programs, most have had problems with research
desién‘ and, " hence, with- the credibility of the
conclusiéns reported. Problems with individual studies
have included‘a lack of randomization (Valentiﬁe, 1970;

Moll and Wright, 1972; Vignoé et al., 1976; Stross and
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Mikkélsen, 1977; Kaye and Hammoﬁd, 1978; Gross and
Brandt, 1981; Knﬁdéon‘et al., 1981), absence of pretest
intervention assessment (Valentihe, 1970; Moll and
- Wright, . 1972; Vignos et al., 1976) and an abéénce of
. multiple education strategies (Valentine, 1970; Vignos et
al., 1976;'Stross and MikkelSen, 1977; Kaye and‘Hammond,
1978; Lorig et al., 1981). 'inconsistent test of group
differences and non-comparable ogtcome measures represent
problems with these studies. Although . their
investigators contend thét'education improveé pétient
knowledge, the results are inconclusive regarding the
efficacy in changing behaviour patterns.
| As mentioned, one cbmmoh ﬁeakneés to earlier studies
is the absence of using. control groups. withoﬁt a
contfol éroup, the investigator cannot determine how
scores might Change.in the absence of an educational
‘program. Knudson et al. (1981) used a control group to
find that their scores did, in fact, improve, although
‘not nearly to tﬁe‘degree as ih‘ﬁhe treatment group.
Therefore, one cannot assume that the knowlédge increase
of the treatment group was due entirely to the
educational program. Alternatively, other vériables,
suéh as the testing effect or concurrent education of
life experiénées; might be responsible for part of this

gain. A control group, then, helps to eliminate the
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_possibility of incorrectly assessing the impact of a
program oh program dbjectives.'

A éummary. of the pfoblems with past research
includes ohe or more of the following weaknesses:
inadequate research design; poorly defined research
strategies; lack of iong term follow-up measures; féilure
to assess program impact on‘ patient behaviour; and
failure to assess patient satisfaction withvthe‘prOQram
in lieu of objective cognitive assessment (Knudson et
al., 1981). |

This study attempts to déal with some of these
vprobleﬁé outlined in past research; however, because of
some of ité mefhoddlogical limitations of a small sample
size and self-selection by subjects, not all of these
problems cannot be overcomed. A quasi—experimental
design has been émployed in this study to reduce the.
methédological problems associated with single group and
single case study designs. It is assumed that.some level
of comparison can be made betﬁeen the two groups employed
in the present study, which is ﬁot necessarily the case
for single groub designs. In'addition ﬁo this research
strategy; qualitative interviews'were conducted with the
treatment group subjects to gain greater depth
in the analysis of results. In particular, the

. interviews serve to assess the impact of the educational
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prbgram on -patient behaviour and patient satisfaction
with the prbgram.

| The foregoing discussion has been, by and large, an
attémpt to criticaily outline some of the past fesearch-
studies and an analysis of some methodological issues
related to this thesis topic.- The following chapter.will
discuss tﬁe research problem and the specific issues

employed- by this project.
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CHAPTER THREE.

THE RESEARCH PROBLEM AND ISSUES TO BE RESEARCHED

Intréduction

This chabter essentially addresses two topics.
First,vit describes.the fofmat of the arthritis patient
education program chosen for this study in tﬁe light of
how it Vas developed by Lorig and her colleagueé. This
study‘ évaluates Lorig's program in terms of its
implications for people with sclerdderma in the Vancouver
'waerrMainland'area. Se¢ond; this chapter diécusses the
dependent variables chosen for this-study, its purpose

and its hypotheses.

Development of the Arthritis Self-Management Program
Lorig et al. (1987) recognizéd that the aims of

érthritis patiént education were somewhat different from
those of other chronic conditions. Unlike hypertension
and diabetes, for example, compliance is not always thev
prime impo:tance. Arthritis waxes and wanes almost on a .
daily.basis; therefore,.theiperson with arthritis must be
taught to adjust to his*“or- her exercise, rest and
sometimes even mediéation to the daily disease symptoms.
Rather than prescribing a medical regimen which must be

followed figidly,.the arthritis patient must be helped to
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.make aépropriate decisions related'to the daily.disease
activity. |

TheAASMP-was developed on the basis of a patient

needs assessment conducted;by'Lorig and her colleagues

(1982) . In planning the Arthritis Self-Management
Program (ASMP) , - five different assessments were
- conducted. ' First,' eight people with arthritis were

visited in their homes and indepth, non?structured'
interviews were held to determine how these people live

in the community and how they perceive the effects of the
disease on-theirfdaily lives. The single most important
outcome of this study was that the patients wanted to bé
discussed separately froﬁ their disease. "They did not
sée themselves as ‘arthritics',Abut rather ‘people with
arthritis'". An important distinction emerges here.
"Afthritics" see the disease as being central to his/her:
Abeing and the»_focus of life, whereas "people with
arthritis" see their disease as a part of their lives and
to be dealtvwith in perspective. Sécond( as a part of
the needs assessment, 100 people answefed three
questions' which were. (a) What do vyou think of your
-arthri“tis?; | (b) What things -do yéu do to '“make‘ your
arthritis better?; ‘and (c) What things make your
arthritis worse? Theses questions were aimed at

determining the salient or most imﬁortant beliefs held by
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patientS'regarding‘their disease. The number one concern
was ‘pain, followed by disability, and a variety of
emotional probleﬁsA grouped as fear and depression.
Disfigurement was a distant fourth concern.

Third, also a part of‘the needs assessmént, were 50
rheumatologists who were asked'severai duestions. The
assessment showed that physicians and patients agree very
clésely on what can be done to make the disease either
better or worse. However, physicians underestimated the
patients' knowledge of how to treat their illness.
Fourth, the reSearchers interviewed a variety of other
- professionals, including nurses, occupational therapists,
physiotherapists, and. social workers. Fifth, a
bliterature'review was conducﬁed'on arthritis patient
education- models and information on evaluating such
models in terms of their effectiveness. The researchers
found that,‘in rehabilitation modalities, "conventional
wisdom"<often took.priority over pro?en effectiveness;A
For ‘ekample, the literature reyie& revealed little
agreement on the amount. of exercise fof peopls with

-arthritis or the effectiveness of occupational therapy

for these-people. Even-less ‘documentation was found on -~~~

the effectiveness of relaxation for pain control.
In addition to the needs assessment, further

rationale for the selection of the issues in Lorig's
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study relates to the patiénts'>preferences for control
over their diseasé..'Actual and perceived control in
copingAwith stressful situations suggests that pétients
desire control ip connection with receiving medical aid
~which might'inflﬁencevtheir reactions to the disease.
Indirect evidence provided in research suggests that
'enhanciné ‘actual and perceived control in medicai_
settings maY'positively-affeét health outcomes.

An important concept related to the patient's.desire
'.for controi over their conditién is aid as opposed to
medical aid. Aid is the provision of resources that
facilitate récipient's desire forAgoal attainment. It
' promotes the reality that the recipient can improve their
health status aé a result of receiving helpf} In
contrast, medical aid benefits the patient similar to_aid
intended’to meet iméortant human needs; however, thereAis
a problem with traditional ‘medical aid. Acéeptingv
medical aid places arthritis patienfs under the authority
of a rheumatdléQist df other 'physiciahs in 'én
asymmetrical power relatiénship that is similar to the
depgndency engendered in many other helping
relationships. Like many forms Qf aid, medical help is
often a mixed blessing. It may be beneficial in that it .
provides symptom relief, improves health  status énd

satisfaction with care, but it may contain elements of
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subservience to'the physician and dependency that, in
turn, precipitate.dissatisfaction and rejeétioh of help.
Fo: these‘reasons, this étudy addresses the issues of
locus of control as a dependent health status outcome to
be measured.

'As a part 6f‘the ASMP, six two hour sessions were
developed as an educational package covering many ﬁopics
from knowing more about arfhritis to practising exercise
and _rélaxétion techniques to learning more. about -
medicatioﬁs, diet, problem-solving processes "and
physician-patient communication. For a. more detailed
description of the ASMP, the following wili outline in

some detail the six sessions and their content.

The Arthritis Self-Management Program Format

8ession One

Seven activities are allocated to session one. It
begins by having the two lay léadérs and the program
participants introduce themselves to each other; Ten
mihutes is then spent on clarifying  group members'
‘expectations, determining their needs and providing an
overview of .the ‘course. Activity three is a short
lecturette on explaihing the purpose, 1location, fand
description of the sefvices offered by the Arthfitis

‘Society. An overview of self-help principles comprises



81
-éctivity four. They inélude explaining to the
participants that novcure for arthritis exists, however,
a varietyA of known treatments aimed at controlling
arthritis do exist. The ASMP ié designed to give the
participants the knowledge and skills neceéséry to take
a more acﬁive part in their érthritis care. Activity
five offers thirty minute lecture and discussion on
introducing the participants to the definition of
arthritis, anatomy of the joint, and the differeﬁces
bethen Qarious commoh fypes of arthritis. Nexﬁ; the
participants are asked to brainstorm a number of wayé in
which their minds can pe distracted or used in other ways
to manage pain. The final aétiVity of the first session,
as in all the sessions, is the closing in which people
are thanked for coming and asked to refer to the
Arthritis Helpbook for a review of the topics covered in
.the preéent session aﬁd somé background reading as an
introduction to fhe topics to be covered in the next
session. |
S8ession Two
Activity one éohsists'of ihtfoduéing any new members
to the. class and asking people» how they have used
distraction or other ways of using their minds to manage
pain. Activity two involves a twenty minute

lecturette/demonstration/brainstorm format on the uses of
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stress management éxercises and a description of the
stress-depression-pain cycie. A relationship between
‘mood ahd‘ pain are’ discuésed in activity three. In
addition, the participants are asked to refer to a
Pain/Mood Diary and to complete it on their own at home
during‘the next several weeks. Activity four introduces
" the participants to exercises covering stfetching,
strengthening and endurance, and"théir respective
benefits. The followihg activity involves the group in
a discussion'on.ways in which to prevent and reduce pain
that is associated with exercising. Activity six engages
the participants in-a discuséion on other principles of
exercise and various cautions. The participants Iin
activity seven receive a short lecturette, discuss, and
demonstrate stretching or range of motioh exercises.
They are then asked to compléte a self administered
contract which records the joint to be exercised, the
number of rebetifibns, the number of times per day and
.days per week. Participants are also asked to record.on'
a scale of zero to 100, how sure they are that they will
~be able to execute fhis exercise contract. . Activity
eight is the closing in which group members are asked to'
practice their pain management and relaxation techniques
so that they are prepared to discuss their experiences at

the next session.
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Bession Three
This session has ten activities: . first, the
introduction} éecond, feedback about_home exercising,
relaxation andApain management; third, a feview.of the
pain/mood diaries; fourth, a review of strétchihg
exercises; fifth, a lecturette/demonstration of
strengthening exercises; sixth, a lecturette on endurance
éxercises; seventh, a brief ledturette on exercise .
diaries; eighth, a discussion on prevénting and slowing.
osteoporosis; ninth, a demonstration of a relaxation

exercise; and tenth, the closing.

S8ession Four

This session is comprised.of seven activities with
‘the first, being an intrqduction to the session; second,
feedback on exercise, stress, and pain managément; third,
a discussion on medications; fourth, a diséussion about
probléms of daily living} fifth, the problem solving
process; siXth, a relaxation exercise deﬁonStration;'aﬁd

- seventh, the closing.

gession Five
Session five has seven activities with the first
being an introduction; second, a feedback session; third,

a discussion on depression; fourth, a discussion on
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nutrition; fifth, an evaluation of diets and other
nontraditional treatments; sixth, a relaxation exercise

demonstration; and seventh, the closing.

Session 8ix

This session consists of activities covering the
‘following topics: an .introductien to the sessioﬁ;
- feedback on exercise,:stress, and pain management; Jjoint
pfotection‘and solviﬁg'problems with everyday activities;
doctor patient relationships and communication; closing

items and stress management exercises.

Given the content of the‘pregram, Lorig emphasizes
that the planning process is different .than Jjust
teaching. She advocates the use of several different
patient education processes to assist patients in
achieving positive behavioral change. Groups are taught
by peirs-of trained program leaders, one of whom has
arthritis. The advanteges of this approach is that‘the
program can reach large nhmbers of.patients at a vefy
reasonable cost. All groups are taught in eommunity
settings such‘as senior citizen centres, and recreation
complexes. "This reinforces the idea that one can 1i§e
with arthritis and that it can be mahaged in the

community without the often frightening sterile feeling
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of a medical seﬁting" (Lorig, 1982). Each patient is
encouraged to bring a friend or family member fo the
program because they provide powerful inducements to
behavioral change and offef.e_strong support sysﬁem or
social network. All classes are experiential in thet no
lectﬁre is longer that ten minutes and that they are
designed to giQe the patieﬁt the opportunity to
participate actively and verbally in every discussion.
For example, everyone'demonstrates at .each session'the
"exerciseS'they heve practised at home during the'past
‘week. ~Everyone also participates in thev relaxation
exercises. Many sessions have small group discuesions,
problem solving and/or brainstorming,' At the end of each .
session, subjects are asked to name the, self;help
activities that they will practice in the upcoming week.
This type of formal contracting befere a group is
intended to be a strong inducement for behaviour change
(Lorig, 1982; Lorig and Fries, 1986).

Pain and depression diaries are kept for one week of
the course and discussed at the next session in order to
assist the subjects in understanding the relationship
betWeen pain and depression. _Ali program content is
published in the Arthritis Helpbook; therefore, if any
topics are not clear, or a reminder is needed, each

subject can refer to the book.
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One‘of the most important processes«in'this program

is group .integration. Patients are encouragéd to work on
" mutual problem solving with their friends and community
reéourées. The program is aimed at empowering people to
manage their arthritis, usihg'health professionals as

consultants when appropriate.

Dependent Variables

According to Lorig's et al. (1984) needs assessment,
the salient beliefs of people with arthritis and
rheumatologists were determined. The results of this
needs éssessment indicated that first concern of people
with arthritis was pain,~followed by disability, fear,
and depression. Given tﬁese 'concerns; it seemed
appropriate to address them in this study involving
peoplé with scleroderma; In addition to 4pain;
disability, and depreésion,_the conéerns of quality of
life, self-efficacy and health locus of control were
included in thié study'as dependent variablesAto'tm
measured before and after the impiementation of the.ASMP
intervention. = Each of these six variables will be

briefly discussed in turn.

The dominant concern of arthritis patients is pain.
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It became evident from discussions held during the ASMP
and from the interviéws conducted after the ASMP, that
pain was also a major concern for most.of the treatméntA
group subjects with scleroderma. The-‘purpose' of
including pain’as a dependent variable in this étudy was
to determine if the ASMP had any impact on it in
'comparison to the control groﬁp which did not receive the
ASMP. Pain is a dominant concern for people with
arthritis because it is usually chronic and unrelgnting'

in nature.

Disability

Another major concefn for people with arthritis is
physical disability. Depending on the severity and
céurse of arthritis, physical disability can vary from
one individual to another. The mere fact that arthritis
does inflame the joints, producing varying degrees of
pain and disease activity, is enough to cause joint
damagé and- a correspénding ‘progression of ‘physical
disability; - Now it 1is correct to recognize that
scleroderma does not consistently conform to this disease
process which occurs in people with rheumatoid arthritis
and osteoarthritis, foi examplé. But,’ the disease
process in people with scieroderma does restrict:physical

mobility and promotes deformity. The most common
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| physical disability .and 1loss of 'mobility is in the
fihgers and toes. It may also occur in the facial area
4qf thé body. Joint mobility is réstricted when . the ékin
‘becomes thick énd hardened. Physical disability also
- becomes the result of ihe»éystemic problems caused by the

scleroderma disease process.

Depréssion

Although it ‘iéi not geﬁerélly thought of as a
physical problem, depression does commonly become a
psychological bafrier to high quality of life for pebplé
Wifh arthritié. ﬁowever, these people are probably more
prone to aevelpping‘clinical depreésion than the normal
population which might consist of some physiological
characteristics. Notwithsﬁanding the physiological
characteristics, thouéh, exceedingly high ievels of péin,
disability,'deformiﬁy, and stress are likeiy to cause
excéedingly abnormal levels of depressioﬁ. Since people
with scleroderma,.like other people withAarthritis, are
moré likely to experience varying degrees of depression,
it was considered to be a important dependent variable in

this study.

Quality of Life

The culminating effect of the above dependent
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variables is likely going to have some impact on one's
quality of life. It is reasonable to assume that with
exceedingly high or abnormal levels of pain, disability,
and depression, people with érthrifis.ao experience a
lower quality of life. There is no reason to suspect
that this phenomenon would be any different for people
with scleroderma since they, too; ekperience various
levels of 1life stress as a result of pain, disability,
and depression. Quality of life is understandably very
difficult to define because of the many different
characteristics and valués'peoplé aSsign to quality of
life. = But what is important .in this study. is the
subjects"own'perception and interpretafion 6f their
quality of life and how they differ from time one to time

two; that is, the pre and post tests.

. Self-Efficacy

| Lorig et al. (1989) offer seif-efficacy as a
cognitiQe factor in mediatiné.behaviour change, or, in
other words,'a mediafing yariable which operates in the
eduéétional process. They maintain that peopleis beliefs
in their "ability to do things," or .their personal
judgéments of théir abilities to perform given courses of
action are a part of people's thoughts about themselves

that influence whether or not they can undertake and.
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succeed at specific behaviour changes. S el f -
.efficaéy affects behaviour choices or those activities
people will attempt to do and those‘they will avoid. If
a behaviour seems impossible, people will not atteﬁpt it
even if the skills required are actually within their
capaéity. Self-efficacy will also affect how much effort
people will expend and how ;ong they will persist with a
specific behaviour or éction in the face of obstacies.
People with increased self-efficacy for a specific task
or behavioﬁr will stay with it longer and.will maké
renewed efforts even after failed attempts. Finally,
self-efficacy will affect how much anxiety or distress
people experience during their efforts fo execute a
specific behaviour or task.

The self-efficacy énhancing strétegies ingorporated
in the ASMP include: (1).skills mastery, (2) hodelling,-
(3) reinterpretation<ﬁfphyéioiogical signsiénd symptoms,
and (4) persuasion. Skills mastery is the most effective
strategy. This activity provides one with the
opportunity of direct experience or practice with a task..
It is important that these be successful experiences.
With modelling, it is important to choose models that are
believable and similar .to cliénts, Coping models are
used as well as models whovcan demonstrate mastery.

Reinterpretation of physiological signs and symptoms
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helps people to change what and how they thihk about
their disease or condition. Persuasion can also be used
to get people to believe that'they have the ability.to

attain goals (Lorig, 1990)f

Health Lochs of COntrol

The final dependent variable that was measured in
this study is health locus of control. It is similar to
~self-efficacy in that the application of the instrument
used to measure health 1locus of control attempte to
‘predict people's internal and external control over theif
‘health behaviours. However, 1locus of control is
different from self-efficacy in that it is notvbehaviour
specific. Health locuswef control is a generalized
measure of expectancy as opposed to beliefs in the
'ability to perform specific behaviours. Internal health
. locus of control refefs'td one's personal or internal’
health expectancy, whereas, external health locue of
control refers to one's exterﬁal health expectancies;
that is generalized events external or beyond'the'centrol

of oneself (Wallston and Wallston, 1976).

Research Purpose and Hypotheses
The overall purpose of this thesis research study is

to evaluate the effectiveness of Lorig's Arthritis Self-
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Management Preg:am (ASMP) on a population of people with
scleroderma. The uniqueness of this study lies with the
fact that this program hes neverl been evaluated
'ekclusively with this particular population of people.
More importantly, however, people with scleroderma do notv
closely‘resemble other'people with arthritis in theit
diagnosis, prognosis or symptomology. In other cases of
arthritis, joint pain, inflammation; , disabiiity,
deformity, and fatigue are among some of the mere notable
concerns offered by people with arthtitis other than
seleroderma. Although people with sclefoderme have some
of the same concerns, particularly disability, deformity
and fatigue, their other major concerns related to pain
in the skin of the body's extremities, systemic problems,
and celd'temperatures.

fhe ASMP offers some limitations to dealing with
persons with scleroderma. First, it does_not provide
specific enough information on the diagnosis, ptoghosis,
and ways of.coping with seleroderma. Alternatively, the
ASMP is designed for the more general issues relating to
other types of arthritis that are more prevalent in
society, particularly rheumatoid arthritis and
osteoarthritis. |

Second, because the course_of sclerodermé and its

symptomology manifests somewhat differently than other
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types of arthritis, the intervention techniques of the
ASMP, involving exercises, nutrition and medications, are
probably not the best suited techniqueé for.people with .
scleroderma. .-For example, much of the ASMP suggest

techniques thét address joint pain, inflammation and

‘disability resulting from such conditions common to
rheumatoid afthritis and ostecarthritis; but whiqh are
somewhat iimited in theirv application to people wit;h
scleroderma who do not primarily complain about joint
pain and mobility. The point being made is not'meént to
suggest that people with scleroderma do not experience
theée difficulties from time to time, but it is important
to acknowledge that the mechénics of the scleroderma
disease process are somewhat differenﬁ from other forms
of'arthritis. Thus, it is perﬁinent to recognize that
the ASMP presents some limitations to helping people with
scleroderma manage their disease as well as persons with
other types of érthritis.

'Notwithstanding these limitations, this study
attempts to demonstrate that people with scleroderma
will, 1like ©people withi rheumatoid arthritis and
osteoarthritis, improve their physical and psychosocial
health status after their participation in the ASMP. The
global null hypothésis is that persons with scléroderma

will not demonstrate improvementé (or-no differences) in
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their -health status scores before and after the
implementation of the program.

Specific null hypotheses regardihg the six
dependent, or health outcome, Varieblee are stated as
foilows:' |

1. Scleroderma"patients will experience no
difference in their perceived level of pain before and
after their participation in the ASMP.

2. Scleroderma patiehfs will experience no
difference in‘their perceived level of disability before
and after their participation inAthe ASMP. |

3. Scleroderma patients will _experieﬁce no -
difference in their perceived level of depression before
and after their partieipation in the ASMP.
| 4. Scleroderma patienfs will experience no
difference in their perceived quality of life before and
after their participation in the ASMP.

5.  Scleroderma patieﬁts will experience no
difference in their perceiVed self?efficacy before and
after their participation in the ASMP. |

6. | Scleroderma patientsv will experience no
difference in their perceived locus of control before and

after their participation in the ASMP.
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CHAPTER FOUR
RESEARCH DESIGN

Introduction

This chaﬁter sets out the research design for the
preseht study. It, firs£, includes an intfdduction to
the ﬁethodological orientation. Second, the prqcedure
for this study is outlined, iﬁcluding an explanation of
how the subjects were selected and a description of the
level.of design. Third, the limifatidns of the design-
éré discussed. Fourth,Athg measures which correspond to
the six dependent variables are diséussed in terms of
their validity, reliability, and implementétion;v Fifth,
this chapter highlights the plan of analysis for this
study along with a brief,discussion‘on the strengths and
limitations to the Aqualitative interview format.
Finally,vethical issues, surrounding the use of human
subjects and how they were dealt with according fo the
University of | British Columbia's ethical review

committee, are presented.

Methodplogy

This is a guasi-experimental study designed to
evaluate the effects of a particular educational program
with a population of people with scleroderma. Both

gquantitative and quaiitative methodological orientations
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were used in this study. .'Standardized. Quahtitatiﬁe
queétionnéires were used to collecf résponses measuring
the six depehdent variables qf pain, disabiiity,
depression, quélity of life, self-efficacy, and health.
locus of control. The subjects' quantitative responses
were further validafed }by the open. ended interviews
during the fdllow—up period. The additional qualitative
interviews provided greaterbdepth to the results obtained

from the standardized questionnaires.

Procedure

gampling Design

A nonprobability sampling design was used. More
.speCifically, an availability sampling'procedure was used
whiéh was particularly‘vuséful with__a very special
population of 1limited size (Grinnell, 1988). The
scleroderma populationpis.relatively’smali compared to RA
‘and OA populations.

. The procedure éonsisted of obtaining a membership
list of people with scleroderma from the Scleroderma
Association. Letters of inﬁroduction to the,étudy were
mailed to each of the 75 members in the Vancouver Lower
Mainland. The.criteria-for selecting the sample were
that members volunteered fo: tﬁe study, spoke English,

‘and were diagnosed as having scleroderma. ‘The letter was
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followed‘ up with a telephone call to determine the
respondents' interest in participating in the study;
Twelve people expressed their interest in participating
in the comparison group while six people stated their
intérest in participating in the treatment group*which
received the patient education program. The eighfeen
subjects who participated in the study self selected
either the control group or the treatment group and,
therefpre, were not randomiy selected from the
popuiatioh,vnor were they randomly éssigned to the. two
.grouﬁé; Each participant had a definite interest in
either belonging to the control group or .the treatment

_group.

The Level of Design

As alluded to in the precéding section, the 1evé1 of
design employed for thié study includéd a pretest-
‘poSttest, nonequivalent comparison group design with
various - limitations; notably a absence.‘of random
selection of subjecfs from the population and an absence
' of random assignment to the twoigroups. The two groups
are probably not equivalent since the participants Were'
not randomly assigned to the two groups; The
configuration of the design pfesented-in Figure 4.1 below

consists of a treatment group which received - the
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Arthritis Self-Management Program (ASMP) andaacomparisbn

group, which of course, did not received the ASMP.

Fiqure 4.1

Quasi-Experimental Design

Experimental Group: EO, X EO,
Target‘Population
Comparison Group: CO, co,
Where: EO, = First experimental observations of the

1
dependent variables.

X = Independent variable.
EO, = Second experimental observations of the
dependent variables.
Co, = First comparison groﬁp observations.of'the
dependeﬁt variables.

CO, = Second comparison group observations of the

dependent variables.

Limitations of the Design

‘Because this design represents a quasi-experimental

design, it does not possess the strengths'of a true

experimental design having randomization of subjects. As
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a fesult, lack of randomization affects both the internal
and external validify of the research.study and limits
the researcher from making generalizations about fhe
sample.to the scleroderma populatioh.

A lack of internal validity will prevent ‘us from>‘
making statements that infer causality. It will be
impossible to conclude in our analysis thaﬁ changes in
the dependent variabiés resulted - only from the
independent variable. In addition, it will be impossiblé
to rule out the inevitable cohort ©of .intervening
variables. Finally, we must écknowledge the other
»‘_general factors which might pose a'threat to the internal
validity of this study. The nine possible tﬁreats to
internal validity include: (1) history, (2) maturation,
(3) testing, (4) instfumentation, (5) statistical
regression, (6) differential selection of subjects, (7)
- mortality, (8) reactive effects, and (9) interaction
effects. . |
| "External validity is the degreé to which -fhe
results of a research study are generalized to a larger A
population or to setting outside the research situation
or setting" (Grinnell, 1988). Because of the previously
noted 1imitations'and a relatively small sample size, it
is impossible to'demonstrate_conclusivgly that the sémple

selected for this 'study is representative of the
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population from which it was drawn. Absence of
randomization prevents us from'demonstrating that the
treatment group and the comparison group are equivalent
‘at the beginning of the study. Nor is it possible to
demonstrate that nothing happened dﬁring the course of
the étudy, except for the introduction of the independent
-variable, that changed-either’thé representativeness of
the sample or the equivalence of the groups. The six
threats to ﬁhe representativeness of the sample and thus
to the external validity of this research study are: (i)
pretest-treatment ' interaction, (2) selection-treatment
interactioﬁ; (3) specifiéity of‘Qariébles, (4) reactive

effects, (5) multiple-treatment interference, and (6)

researcher bias.

Measures
The five dependent variableé in this study included
pain, .disability, depreésion, quality of 1life, selff
efficacy,'and>health lécus of control. The measures

employed for this study include the following.-

Pain

The Visual Analogue Pain Scale (VAS) measures the
rinteﬁsity of pain. The VAS is a horizontal line which is

usually ten centimetres in length. The line is taken to
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represent the continuum of some experience like pain.
The scale enables the patient to express the severity of
his/her pain in such a way that it can be é’iven a
numériéél value. This scale was chosen because it is
simple to_administef and it is-universal and robust. The
VAS pain scores correlate with verbal rating scales and
Melzack;s McGill Péin Questionﬁaife. Correlation
coefficients between successive measureménts 6f.pain on
a VAS have been as high as 0.99, which suggests that
reproducibility is not a big problem with patients (Dixon

and Bird, 1981).

Disability

The Health Assessment Questionnaire (HAQ) was
selected to measure disability outcomes for persons with
arthritis and other chronic diseases. .It measures’
performance in activities of daily 1living such as
dressing, arising, éating[ walking, hygiéné, and grip.l
The HAQ »has undérgohe extensive validation with
- coefficients of 0.47 to 0.88 between the questionnaire
ahd the aétual performance ratings. Reliability df 0.60"
to 0.85 has been obtained between two methods of
adminstratiqn: self-administered and intérview (Fries et

al., 1980).
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Depression
Thé Centre for Epidemiological Studies of Depress}on
(CES-D) Scale was selected becaﬁse it is designed to
measure symptomé of depression 1in epidemiological
research‘in the general population. If is a valuable
tool for the idehtification of those peoplev"at risk" or
in need of treatment. The validation of the CES-D Scale
‘'with the Hamilton Clinician's Rating scale and with the-A
Raskin Rating scale had correlations of 0.69 to 0.75.
Measures of reliabilifybreflect alphé coefficient‘of
about 0.85 in the general population and 0.90 in a

patient sémple (Radloff, 1977) .

Quality of Life

The Cantril Quality of Life Scale was selected
because it assesses the affective épmponent of quality of
life. It is a self-anchored scale in which ratings are
made relative to each persons conception of his/her own
maximum or minimum 1life éétisfaction. In terms of
validity, the scale has a median ¢oefficieﬁt of 0.70.
The scale has an average test-retest reliability of 0.70

(Cantril, 1965).

Self-Effiéacy

The Arthritis Self-Efficacy Scale was chosen to
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measure a patient's perceived control over arthritis.
Pérceived self-efficacy is defined by Bandura as "one's
belief that one can perform a specific behaviour orvtaék
in ‘the future;" This instrument asks patients how
certain they are that they can‘perform tasks related to
pain, symptom control and physical functioning. The
patients rate their responses on three corresponding
subscales. The cpncurrent yalidity coefficient is 0,61
betweén stated self—effiéacy for performance and actual
performance on the functional subscale. . Construct
~validity demonstrates a significant felationship between
‘self-efficady'and health status,.aﬁd change in self-
efficacy after educationél intervention. Test-retest
reliébility coefficients are 0.85 to 0.90 and alpha
jcoefficients of internal consistenﬁy reliability range

from 0.75 to 0.90 (Lorig et al., 1989).

Health Locué of Control

| The Health Locus of thtfol (HLC) Scale was seiected
to measure area-specific expectancies regarding locus of
control developed for the prediction of heélth—related
behaviour. This scale is consﬁructed with'a 6-point,
Likert-type férmat and an item pool consisting of eleven-_
face-valid -measures of'expectancies regafding locus of

control related to health. The concufrent ‘validity
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coefficient is a 0.33 correlation with Rotter's Internal-
External Locus of Control Scale. The alpha reliability -

coefficient is 0.72 (Wallston et al., 1976).

_ Data Analysis

Quantitative Analysis

Mean differences between pre-and post measures for
the comparison group'on each variable were computed.
Similarly, the mean differences between pre and post.
neasures for the experimental group were computed. These
mean differences for the compafison and experimental
groups on each variable were then subject to a t-test.

As referred to in the previous section, the
standardized questionnaire prinarily addresses the'eix
dependent variables of pain, disability, depression,
quality of life, self-efficacy, and locus of control. .In
addition, this questionnaire asks the scleroderma subject
for some basic demographic data, and. some brief
information.abodt‘physical_activities and/or therapies
for arthritis. The questionnaire also asks onevquestion
about the number of times the subject saw his/hef doctor
(with the doctor's suggestion) for arthritis related
reasons in the past four months, and one qﬁestion.about
the number efe'times‘ the‘.subject .visited the- doctof

(without the suggestion of his/her doctor) for arthritis
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.related reasons in the past four months.

The demographic data_and the two Queetions felated
tp-the humber of doctor visits are scored in a straight
forward manner. The scoring for the other six dependent
variables are easily scored'accofding to theit"respective
creators' instructions. ,Essentially; all of the data are
given a numerical score or code which is then transferred
to a computer coding sheet for input intq a computer.

One table is presented inschapter'five to illustrate
-the between group cbmparisons'of_the difference of the
difference of the means fer pre and post chaﬁges in pain,
disability, depfession,_quality of life, self-efficacy,
and health 1locus of control. Two other tables are
presented as appendices one and two to illustrate the
within group differences in the means. Appendix one is
Aattable of the means and standard deviations for the pre
and post measures of the treatment group regarding all
six dependent variables. Appendix two is a table of the
mean and standard deviation for the pre and post measures
of the cohparison, gfoup regarding the six dependent
variables. Essehtially, the follow diagrame illustfate

the presentation of the tables:
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Fiqure 4.2 | u
| Descriptions of theATables

For the following experimental configuration:

EO X EO, (Treatment Group)

co Co, (Control Group)

The following tables are,proVided:

4EO1 - EO, = a (Appendix 1)
co, - co, = b (Appendix 2)
a - b = c (Figure 5.1)

Qualitative Analysis

The type of éualitatiVe interview conducted
subscribes to a "standardized.'oben-ended interview"
“format. The exaét wording and sequence of thé questions_
were determined in advance. All five of the scleroderma
subjects were asked the same basic éuestions-ih the same
order. | |

' The qualitative interview questionnaife was designed
to elicitvsubjected respbnses from the six experimental

subjects about their general impressions of the ASMP. As
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~mentioned in the outset of this chaptef,'the'qualitative
analysié component of this étddy is'intended to provide'
greater depth in the findingé. The qualitative analysis
is done accordiné to the methods that are'described by
' Strauss (1987) and Patton (ibep).

| Approximately one hour long taped interviews were
held with each of the experimental subjects. The'tapes
were then transcribed: and anélyied. The analysis

consisted of reading each transcript to identify and

label major themes and categories in the information

provided by the respondenﬁs.

| The strengths of this format are such fhat all of
the respondents answer the saﬁe guestions which, in turn,
increases the comparability of responses. . The data are
.qomplete for each persph on.the topic addressed in the
interview. This format reduces interviewer effects and
bias that might otherwise occur in asking the questions
uéing an informal converSatibnal approéch or interview
guide approach. The standardized.open-ended interview
format permits the Arthritis Society profeséionals and
decision makers to see and review the instrumentation
used in the evaluation. This format also facilitates the
'-organization and analysis of the data (Patton} 1980).
The limitations to this format are eQident by virtue

of there being less flexibility in relating the interview
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to particular individuals and circumstanceé. The
standardized wording éf the questions may constrain and
1imit naturalness and relevance of questions and answers
(Patton, 1980) . |

The plan of the §reséntation gf‘results_inclnde
descriptive paragraphs of both the quantitative and
qualitative -data. These data are also présented in
various summary tablés. ‘

Thg analysis methods used ) include vafious
‘frequencies tables produced:by SPSS:x and the qualitétive
techniques referred to by Patton (1980) and Strauss -
(1987). We are.interestedlin ascertaining from the data
whether or not differences in behaviour and-health status
appear between the preteét baselihe period and the
posttest follow-up; The sixfdependent variables measurea
at the second follow-up phase arevthus compared to the
firét baseline of all treétment grdup and comparisén
group scleroderma subjects. The findings, then, are
compared between the two grdups'to'defermihe whether the
'null hypotheses, set out inv chapter threé, ‘can be
rejected or accepted. |

The last seétion of this chapter relateé to the

ethical issues faced in this research.
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Ethical Issues
The.éthical questions of this research conform to

the Univefsity of Bfitiéh Columbia‘Behaviofal Sciences’
Screening' Committee for Réséarch 'and_ Othér ’Studiés
Involving Human Subjects. In short, the U,B.C.-Ethicé
‘Committee required that their ethical ggidelihes be
followed in order for thié research project to be
conducted. The title, a brief déscriptibn of the purpose
of the project and all procedures that were carried out
involving the subjécts were set out in a letter of
introduction to the study"and written consent form. Tﬁey
outlined the assurance that the subjects idgntity would
be kept confidential. The amount of time fequired by
each subject was stated. We offéred in the letter and
consent form to answer any inquiries concerning the
procedures by stating our names, addresses, and telephone
- numbers. The letter and consent form offered a statement
of the subject's right. to refuse to participate‘ or
withdraw at any time and that such withdrawal would an
jeépardize further treatment or medical care. Finaliy,}
the consent’ form offered a place for the subject's
signature 'consenting to participate in the research
project.' cOpiesbof the ietter of-initial contact and

consent form are lpcéted in the appendix.
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CHAPTER FIVE

QUANTITATIVE FINDINGS

Profile of SBubjects

‘The data used to describe this sample of 18
réspondents with scleroderma include: age, sex, éthnic
origin, years of education,_symptom date, maritai status,.
‘and employment’status. The treatment group comprised 6
(33 percent) individuals while the compafison grbup
consisted of i2 (67 pefcent) individuals. Ages of the
subjects varied between'35 years of age-to 86 years of
age, with the average age consisting of 54. Almost all
the subjecfs were female except for 2 malés in the
comparison group. 'All.but 3 subjects were'Caucasién.
Fifteen subjects (or 80 percent of the sample had either
completed secondary or post secondary education. The
average sympﬁom date} or the average date at which the
subjects were first diagnosed with séleroderma, is 14
years ago. Eleven (61 percent) of'the respondents were
married compared to 7'(39 percent) people whq were either
separated, divorced, ﬁidowed or single. A third of the

subjects were employed while the rest were not.
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gge[Post Test Analysis

Analysis of mean pre-post differences betweeﬁAthe
experimental and control groups indicated that none of
the changes in any of the six depéndent variables reached
statistical ’siénificance. Notwithstaﬁding' these
findings, it is still important to analyze each of the
null hypotheses individually'with their respéctive”meéns,'
Qariability énd-probability scores to determine if‘ in"
fact, trends in the data are suggested. Results

pertinent to each hypothesis will be discussed in turn.

Pain Reduction

The first null hypothesis was stated in the form
that scleroderma patients will e#perience no differenée
in their 1level of - pain bgfore and after their
participation in the ASMP. Apbendices 1 and 2 show that
the pretest mean score for paih in the tréatment group is
57.0 and that the posttest mean score is 35.5, yielding
a total reduction of 21.5. The latter figure is récorded
in figurev5.1. |

Variance in‘this result is considéfable[ with a
standard deviation of 26. Fér the comparison group, the

pretest mean of 39 and posttest mean of 39.8 represents
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- a relafively small mean difference of -0.8 in cpmparison
to the treatment group. Once again, the variability in
these scores is considerable. |

Similarly, table 5.1 shows " no statistical
significance in between group comparisons for the mean
difference in the pain variable. The mean difference for
pain for the treatment group is repbrted as being -21.5-
while the mean difference for the comparison Qroup ié
reported as being 0.8. Although the negativexvalﬁe is
indicates less pain, the prbbability level for these
results is 0.09. However, because the comparisoh group's
variability of mean scores are almost equally large as
the treatment group (24.5 versus 26.0 reﬁectiVely),
statistically significant results were not obtained.

When looking at individual cases in this sﬁudy, the
insignificant resplts obtained can also be explained in
part by their respective vafiébiliﬁy in the scores
pertaining toieach variable. For example, with reference.
to the pain variable in appendix 3, the treatment group
shows three subjects who had rather large improvements in
their pain scores with negative differences,(ie.,ibetter
scores) of -44.00, -49.00, and -38.00. Oncé again,‘this

individual observation shows
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Mean Differences in Pre/Post Changes in Pain,

Disability, Depression, Quality of Life,

Self-Efficacy, and Health Locus of Control

Treatment Group

Comparison Group

Mean

Measure Mean sD 'SD
Pain -21.5 26.0 0.83 24.45
Disability - 0.09 0.3 0.17 0.42
Depression - 2.17 3.76 1.83 9.83
Quality of Life - 2.16 17.76 2.0 15.06
Self-Efficacy' |
Function" - 2.22 11.13 - 4.45 22.86
Symptoms 1.95 4.88 -11.25 26.87
Pain 0.33 12.74 - 6.0 27.01
Health Lbcué of
Control 0.67 5.47 3.33 8.08
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that the cbmparisbn group's variability of mean scores
are almost equally lérge.

}Although the above findings indicate no sigﬁificéht
probability 1levels in which to reject the null
'hypothesis, a.trend is suggested when one examines the
means and their differences between the two groups.
Since the dependent variables were measured on either
‘ordinal or iﬁterval scales, it is possible to identify
the generél direction of the mean values as being either
better or worse for the two groups. For example, in
'looking at the pain variable, the mean value of -21.50
for the treatment group is better (that is, less pain)

that 0.83 as indicated for the comparison group.

Disability

The second null hypothesis pertains to disability.
It was stated as follows: sclerodefma patienté will
expérience no difference in their level of disability
before and after their participation in the ASMP.
Appendix 1 represents a within group comparison of
results and subséquently disblays means‘ofvl.zsAfor the
pretest and 1.17 for the posttest in the treatment group.

The difference between these means is 0.09 as recofded in
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Table 5.1. The‘comparison group in appendix 2 displays
means 6f 0.77 and 0.94 for the pretest and.posttest
. ..scores respectively. Little difference between the means
are noted as being -0.17. |

»When looking at table 5.1 for the between group
qomparison of the meah differehces, the treatment'grdup
displays‘é‘mean difference of -0.09 and the comparison
group shows a mean difference of 0.17. The negative
valﬁe indicates a small, but positive or improved
disability level, for the treatment group, however, as
the probability level of 0.2 indicates, this result in
not statistically significant. The standard deviations.
for these groups remains relatively small which suggests
that thé subjects did not vary much in their disability
scores between the pretest and the posttest.
Consequently,A the null hypothesis that there is no v
difference between the treatment and comparison groups in
disability must not be rejected.

Appendix 4 is offéred to show individual comparisons
of results for the treatment and coﬁparison groups. A
guick visual scan of the table indicates that néither
group varied much in their scores. Nor were there marked

improvements for the treatment group.
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As with pain, a trend is evident for disability
whereby'the treatment group has a mean value of -0.09
compared to the comparison group with a nean valne of
0.17. The snalief or negétive value ié better in that

the treatment group has less disability.

Depression

As with‘disability and pain, the null hypothesis
regarding depression must not be rejected because of
statistically insignificant results. The third null
hypothesis is that scleroderma patients will experienceA
" no difference in their level of depression beforé and
after their participation in the ASMP. Appendix 1
documents similar within group pre/post mean.scores of
33.7 and 31.5 for the treatment group. A small
difference of 2.17 is indicated in table 5.1. In
‘appendix 2, the comparison group shows pre/post mean
~ scores of 36.3 and 38.1 respectively. The comparison
gfoup's mean scores for the pretest and the posttest
results indicate a small differencé of -1.8. Althongh
this result shows a small deterioration in depreséion for
_the comparison group, it is-not significant.

The between group comparisons of mean differences
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displayed in table 5.1 show that the treatment group
slighfly improved with a mean value of 42f17.‘ ThiS‘score
contrasts élightlybwitﬁ the comparisoh mean score of
1.83. Variability is'slightly larger for the comparison
- group with a standard deviation of 9.8 versus 3.8 for the
treétment group.

By and larde, appendix 5 indicates little change iﬁ
depreséion for the treatment group'individuals and a'
slightly larger measure of change fbr fhe comparisén
group individuals. A visual inspection of the table show
slightly larger variability in scores among the
comparison group; - In both groups, some subjects;
depression levels increased while others decreased;
however, to no significant degree; |

The trend that 1is noted in the results for
depressidn _is evident with the mean Qalue for the
treatment group being =-2.17 versus '1.83 for the
comparison group. The lesser value indicates less

depression.

Quality of Life
Quality of life represents the third health outcome

variable with the null hypothesis'being that scleroderma
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patients will experience no difference in their quality
of life before and after their pérticipation in the ASMP.
A relativély small difference in the means between the
pretest.and p6sttes£ findings is evident in appendixfl
for this treatment group variable. It is 2.17 and is not
'statisticaiiy siénificant. The comparison group mean
difference is -2.0 which indiéates‘a slight'deteriofation
in quality of lifé, however, an stafistically
insignificant one.

‘As'apbendix 1 indicates, a slight improvement in
quality of 1life for the treatment group, the between
group comparisons in table.s.l-similarly.show a slight
_improvement in this grbup over the comparison group. The
mean value of -2.2 for the treatment gfbup is a slight‘
improvement over the 2.0 mean value for the comparison
group. The variability or standard deviation iﬁ the
scores is 17.8 for the treatment group.and 15.1 for the
comparison group. This variability, as seen from a
visual inspection of appendix 6; shows that'séme subjects
in both groups eithér increased or decfeased their
quality of life. No particular pattern emerges, and as

a result, the null hypothesis must not be rejected.
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Belf-Efficacy |
- The fifth null hypothesis was offéred as being that
sclerédermd patients will’experience_no differenée in
their self-effiéacy before and after their partiéipation
in the ASMP. Once again the separate self-efficacy
variables of function, symptoms ahd pain support the
sustain the.null hypothesis. For the treatment group in
appendix 1, a small difference in the means between the
pretest and posttest scores is 2.22 in cohtrast tc'the
comparison group's difference of 4.45‘notéd in appendik
2} »Neither results are statistically significant.
Variability is, however, relatively 1large for both
groups. The same analysis can be appliéd to the other

self-efficacy variables of symptom and pain.

Furthermore, a parallgl analysis is accurate for the
between group comparisons of the mean difference in the
pre/post test changes; - For all three self-efficacy
variables, a positive change in the mean scores indicate
a positive, or 'slight improvement, in self-efficacy for
the treatment group, although to no significant
probability level. This can be accounted fof by the.
greater variability in the scores fof the comparison

group. Their respective standard deviations for the
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three self-efficacy variables are 22.9, 26.9 and 27.0
fespectively, in contrastv to 11.1, 4.8, and 12.7
'respeqtively for the treatment group. These résults are
supported éndAcoﬁplimented'by individual pfetest and

posttest scores recorded in appendices 7, 8 and 9.

Health Loch of Control

The sixth and final dependent variable is health
locus of control. - The. null hypothesis - states that
scieroderma-patients will experience no differeﬁce in
their healthvlocus of control before and after their
participatiqn in the ASMP. As nbted in appendixvl, the
treatment group's pretest/postﬁest.mean scores are almost
the same (39.0 and 39.7 respectively). Thus, health
‘1ocus'of control for the treatment'group did not change
much at all, but once again this finding is not
statistically significant. For the comparison group, the
| pretgst and posttest scores - are 36.75 and 40.08
respectivély. A slight increase . in the score,
representing a difference of 3.3, indicates gfeater
external health locus of control for the comparison
group. Table 5.1 compliments this finding in which the

lower value for the treatment group indicates greatér
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" internal health lécus:of control and ﬁhe higher value for
the éomparisbn group indicates greater external.bealth
locus of control.

Thé betﬁeen group comparisons ndted in figuré 5.1
indicate no statistical significance as well, with the
mean for the treatmenf group being 0.67 and 3f33 for-
comparison group. Individual scores réported in}appeﬁdix
'10 show that subjects followed no consistent-pattern in
that some showed an improvément in their internal health
locus of control whilé others did not. The variability
for each group 1is about thé same - (5.5 and  8.1 .
‘respectively). In essence, then, all null hypotheses

must not be rejected.
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VE G8 .

Four major thémes were fdund to characterize the
tfeatment group. Firét, the respondents identified
health problehs that they currently had which were or
were not associated with their scleroderma5 Second,
family stress was discussed, including events in their
- lives which presented problems to their daily living.
Third, the reépondents identified some ASMP limitations,

and fourth, they commented on some ASMP benefits.

Health Problems

The main theme in this section is that the majority
(or half) of the subjects had other health problems that
were of concern during the study. However, while a few
subjects indicated associated pain, this was not the
general trend. |

Thé majority of respondents feported-that'they were
:experiencing heaith problems that were possibly related
to their scleroderma. One respondent said that she had‘
increased pain duée to what she thouéht might have been.
the progression of the disease. . She remarked that the
increased pain in her head and iimbs might have been due
to faynaud's »phénomenon, a common disease_ with

scleroderma, which occurs in the hands of 90 percent of .
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ali patients, and in the toes,véarlobes, tip of the nose
and tongue (Melvin et al., 1984). In additiqn, she said
that osteoporosis and ostéoarthritis ﬁight be aggravating :
her condition. ‘Another subject commented on her shoulder
being painful during the ‘recent weeks priér ‘to the
interview, but again she and her doctors were not certaiﬁ
about the cause of thé pain. -More generaliy, she
mentioned an increase the scleroderma symptoms such as
increased stiffﬁess in her joints, insomnia, fatigue,
stomach complications with digestion, and disfigurement.
Pain for théée two subjects seems to have-increased;
Additional séleroderma symptoms appeéred for 4another.
réspondent in thét she had incréaéed lung and breathing
problems because 6f her disease and the recent hot
weather. And another subject repliéd that had increased
blood pressure due ﬁo scleroderma conditions and
medications. - The majority of treatment subjects,
'however, denied pain had increased for them which
corresponds with thé trénd toward décreased pain in the
quantitative data which were obtain from standardized

pain scales.

Family Stress

Stress caused by families' inability to fully

understand the nature of the consequences of the‘disease
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was a commonly reported theme among respondents.- A.
significant finding .under this category is the claim by
virtualiy all respondents that a lack of understanding
exists lon the part 6f friends and family members
Aregafdihg the diséase. They all agreed that scleroderma
is not visible in many instances. It is'hidden for the
most part and makes understanding of the disease
difficult because it does not alwéys manifest its
symptoms and problems externally. The subjects referred
to diseaSe'symptoms'such as pain, disability, depression,
fatigue and the systemic nature of the disease. .They
said the result leads to a lack of.understanding and a
lack of empathy and sympathy by others. To illustrate -

this point, two subjects made the fbllowing comments:

E. ...sometimes the family members don't
underétand what the person is going through.‘
And sometimes, méybe, they think thét they are
'complainers; complaining for the least litt1e>
thing, whereas, if they'knew about scleréderma
and the arthritis, then they would understand,
you know, the mother or the‘father, or the
parent or the child. or whatever wéﬁla
understand more.

«.. my girlfriend said to me one day last week -



when I met her for lunch and we parked on the
street. Therevwas'juSt a little incline but
.'when we go into this little.place when we go
in there, I said to her lef's go eat in the
car because'i have my air conditioning. And

‘by the time I got up this little incline, it

was tough and my friend said to me, you know

sometimes I don't realize that you are sick.
That this little incline affécts YOu the way
it does, esbecially in the heat anyways.
Sometimes I just forget that.you are sick.
And that's I guess because you look so hea;thy

and you don't realize sometimes.

M. ...écléroderma and raynaud's disease is
- something that nobody can see unless you are
all crippled up. 'But- with me, haﬁing
raynaud's and scleroderma, peoble cannqt See
itg People say that you'are looking good.
Like withvvyour family, if your famiiy was

interested in it or was into it by going to

some of the meeting, then they would realize

“that you do have something bad. And it wodld
help them (family) a lot to,ﬁnderstand what is

going on with me.

125
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.. .you can talk to ﬁhém and they think that
you are doing fine when you ére in fact not.
....Peopleithink, oh well, but #hey really
.don't'have a clue about what iﬁ is all about.
Sure it is good to do things at this age, but
it is really hard to do things in so-much.

" pain.

Several people offered suggestions to improve the
lack of understanding 'of. significant others.
Participatiqh in.the ASMP by.famiiy members and friends
could help incréase their understanding of scléroderma
. generally, its. symptoms, diet limitatiqns, lack of
physical signs of being ill, side effects of medication
and éo forth. Moreover, participation in the ASMP could
increase understanding about how individuals must cope
with chronic disease. FEmpathy with individuals might be
increased. Another suggéstion was that one or ﬁwo
sessions‘of'the ASMP be devoted to how significant others
can copé and understand persons with sclerbderma. "This
measure could help draw family members and friéhds closef
togethef. It might help persons with scleroderma
overcomé quilt, ofvcomplaihing and being dependent on
otheré for support. Finally, a suggestion was offered to

establish a small support group for scleroderma patiehts'
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to discuss issues and feelings. A residual benefit of
such a - group would also include a ncomponent of

.socializing with others who have this disease.

.Aé&g_kigisgs;ggg_

Extent of cbverage‘of Topics

Several véontent areas were identified as being
insufficient. The ASMP did nof include enough
information énd time bspent on discussing diet and
nufrition. . Nor was thefe enough iinformation and
disqussion on the doctor/patient relationship and,
communication, and problem solving. The respondents alsp
suggested that more information and discﬁssion could have
be provided on the stress/depressidn/pain cycle and
coping with it in daily life. More learning is needed on
dealing with frustrations of not being physically and'
emotionally competent as they once were before the onset
of scleroderma. | |

The foregbing concerns suggest thaf perhaps the
strﬁcture of the ASMP needs improvemént. It is obvious
from some of the'respondents' comments that either not
enough time or information was offéred regarding certain
topics. Observations of this sort suggest, as stated
earlier, that not  enough' specialized knowledge of

scleroderma was provided.
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It is conceiyable that the,general structure of the

ASMP placed limitations oﬁ the learning prdcess.
Although the group process was a foremost featureyof the
ASMP, it ‘seeﬁs thatv on the basis of some of the
participants! feedbéck that not ‘enough time and‘
information was provided in addressing ceftainAtopics.
The sessions could have been longer, and that a greater
number of pafticipants could have improved the quality of
‘intéraction and-group dynamics.in the learning process.
One subject stated that more program participants
could have contributed more richly to the leérning

experience. She made the following comment:

E. I wish more people would have come out to
the sessions. It would be nice for a grbup
like that meetlsay once a month where we could
talk rﬁther than haveAthese meetings with the
whple scleroderma.group. It would be nice to
sit afbund in smaller groups where we could
have discussions and sit around with coffee
and discuss everYthing, like mbre of a social’
gathering. The sclefoderma méetings are only
every .three months and it is not really
enough. It is just getting eVerybody out to

them because they (the ~patients) are so
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scattered and it ia so far to drive. It would
be nice if we couid meet at each others house
ohce a month; you know what I.meah, go froﬁ
‘one house tdlanother. Also we could raise

money that way, the way other groups do.

The above comments highlight several points that
were common to some other participants. Thevregular
scleroderma association meetings, which are nprmally'held
once every three months, were identified as being very
enjoyable, positive and informative for the members and
their.Significant others or spouses. The socializing
element was identified as being important to thosev
meetings and the ASMP meetings held for six weeks as a
part of this study. A common theme -among the
participants was that the association meetings are not .
held fraquently enough, nor did a smaller support group .
exist in which to discuss personal cbpihg issues
regarding scleroderma. As the above comments indicate,
these smaller support meeting could be established to
accommodate the socializing element and the need to know

more about scleroderma and coping strategies.

Lack of Specialized Knowledge on Scleroderma

‘Most respondents. were not able to identify .
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limitations or propose improvements for the ASMP.
However, in‘addition to the above suggestion regafding
smaller support groubs, one suggestion for improveﬁent
was that the AsSMP was not 'specialized enough for
scleroderma patients. It could benefit from more
"taiioring" of its contént regarding exercises; for
example, in terms of preventing harm or injury.‘ The ASMP
content is designed to address the needs of many types of
arthritis. Bgcausé of its general application, several
reséondents identified the ASMP's lack of specificity in
such areas as exercise and symptoms. Scleroderma is a
rather rare form of arthritis and ddes not affect many
people in the popﬁlation. As-a'result, few people even
knpwvabout its e#istence, its course, or its symptoms.
A corresponding lack of research attention, specific and
general knowledge 1is available on. this disease.
Typically patients who have taken the ASMP in the past
come with theAexpeétation of learning not only how to
improveA their coﬁing with their respective type of
arthritié, but also the'expectatidn of learning more
about the nature and specifics of the diseasé. The
course participants iﬁ this study were evidently
disappointed Withvthe lack of more specific information

on scleroderma.
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Timing of Intervention

Several respondents commented that perhaps the
timing ef'this course was inappropriate in_that they
could have benefited from the ASMP more if it had been
offered to -them around the time of initialiy being
diagnosed with scleroderma, when coping and acceptance of
the disease was particularly difficult. They mentioned
that because theyihave been affected with scleroderma for
a considerable part of their life, they have received no
substantial benefits from the ASMP. These'respondents
stated that they have already 1learned to ¢ope with
scleroderma over the years. Notﬁithstandind the
" longevity of her disease, one respondent did not perceive .
herself as handicapped or disabled in any way.‘ Another
respondent said that she failed to incorporate the ASMP
reconmendations or suggestions because of her lack of .
initiative and interest in self discipline. She said
that shetdid not allon her established daily routine to
incorporate the self-management activities, so she °

continued with her old habits. This subject felt that

.she was "beyond the course." Her comment was offered as
follows:
J. ... I wasn't all that diligent at doing it

(ie., participating in the coufse) because it
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seems that you go day after day and you have a

routine and you do the same thinks. -

...And you get busy and you resort to your old
~routine patterns. So it is hard to actually
discipline Yyourself to do all what is

suggested in the book..

‘It is evident, therefore, that the timing of the ASMP was

ihappropriate in relation to the onset of the .disease.

ASMP Benefits

COmparison and Affiliation with Others

An experience shared by almost all sﬁbjects was the
opportunity to see others with the same disease Who had
the same or similar problems.  When the discussiohs
regarding personél and emotional issues occurred, the
subjects experienced a sense of common bonding.  Comfort
in knowing-that they wére not the only people having
troubles presented a common theme. One subject typifies

this common ground by offering the following comment:

... I think it (her positive attitude) has
heiped because when I went to the course, I

realized that there were others there that
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were worse than me. I mean, I just have thev
bréathing toAcope with. I don't have the pain
and depression and everything ﬁo cope with.

So that made me thankful when I saw these
people and learned what they were going
through. Because they were able to tell us
what they were going through. So that made me

thankful that I am not badly off as they'are.

Most subjeCts agreed that, as a result of the ASMP,
they have 1learned to live with scleroderma more
successfully. The have found it easier to accept theif
disease especially since they have realized‘that other
people are "worse off" with more serious conditions and
symptoms. One respondent séid that she was left with a
feeling of thankfulness, "not being the only one with the
disease." Déterminaticn too was expressed by several
subjects as being a key to persevering with scleroderma.
Everyone agreed that they were initially overwhelmed by
the disease symptoms, conditions and their diaghosis, but‘
the ASMP provided>determination to cope with scleroderms
on a daily basis. This is evident as one respondent

stated that she must "keep on trying" (to cope).

M. I guess a person could‘just give up, but
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what's the use, I've still got it (raynaud's
and scleroderma)'anyway; You have to do what

you can do.

The course helped me realize that I was not
the only person with problems. I met others
with arthritis that -were having a 1lot of
difficulty too. From the sessions I attended, -
they gavé me the_feeling that I must cope with
scleroderma and raynaud's and that life does
go on. You know, you can'ﬁ éive up trying.

~You must keep on doing the things you can do.

Improved Confidence and_Coping

Along with a more positive identification and
determination, the ASMP develops confideﬁce in abilities
relaxation, and in accommodating ASMP exercise activities
into daily life routines. Increased confidence helpéd'
one individual overcome some of her fears associated with
thé progression of the disease. The ASMP, She said,
supported her situation where she must ask for help and
6utside support such as in the use of a homemaker.
Another subject remarked fhat thé ASMP offered many
suggestions and tips that could be implemented around the

home as one proceeds with their homemaking duties.
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Several other respondents said that the ASMP

definitely helped them in coping with scleréderma
stptoms, such. as increasing'their coping with fatigque,
physical 1imitatiohs around the home, and their diet
 limitations. In addition, ‘they believed that the
incréased practice of exercises improved their health
status in that relaxation exercises were Hhelpful in
falling asleep for example. vAnothe: example is} the
increased practicing éf stretching, strengtheﬁing,.and
endurance exercises which helped several individuals
limber their jqints, decrease stiffness and improve their
physical condition generally. These findings correspond
to the positive trends-suggested in the quantitative data
on disabilitf, quality of life, self-efficacy and health

_locus of control.

Increased Knowledge

'Most subjects'favourably commented on the sélf help
information offered by the ASMP. The book they received.
in thex_coﬁrse was a helpful reminder' of pre?ious_
sessions. One respéﬁdent remarked that the book offered
factual information that her doctor does not provide on
medications for example; And another subjeét said that
the ASMP was wuseful in demonstrating_ self - help

:particularly in showing subjects what exercises to use
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and how they can learn to perform them for themselves.

E. "Well, I thinkAI got a;lot out of fhe
course, because with that book'you gave me, I
was able to follow throuéh with the exercise
programs. They helped me a lot. .... it was

helpful to take my mind off of other things.

‘e _Il still ‘do those strétching exercises
which help my 1¢gs quite a bit because they
have got very stiff. So the éﬁrétchiné
exercises were most of the ones that I were

doing and that has helped me a lot.

J. Well, the» practical things and the
exeréises too I thought were excellent. That
was good to sho@-people how to do things.
That I think is very good- when you get
together in a gfoup that the participénts can
" learn something and can do for themselves. If
things are shown to people they are apt to do
it. Whereas you can read it in the book, but
if the exercises are not demonstfated, it

won't be of any value.
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Socialization and Positive Interaction

The soéializing element that the'coursevoffered was
important to the subjects. It pro?ided an opportunity..
fdr meeting new friends and visiting already establishéd
acquaintanceé. The course organization was liked by
everyone because it allowed everyone to contribute toxthe
discussions and demonstrations of exercises. They like
the way eVeryonevtalked about themselves; their inner and |
personal feelings. Moreover, the ASMP organization
helped everyone think about ﬁheir problems in new ways
and possible sdlutions to these problems.

In particular, h ﬁhe« respondents enjoyed the
brainstorming strategy,inviting everyone to speak in a
reiaxed, non—thréatening or non-offensive way. No
'pressﬁre was placed on ény one individual for a right or
wrong aﬁswer to questions and left the impression that
the subjects were "going to be okay," one subject said.
Brainstorming allowed round robin particibation and a
good exchange of ideas} she added. |

The problem .solving seésion helped several E
individuals to 6vercome physical limitations they were
faced with, to accept that some problems cannot be
solved, énd to recognize the natural problem solving
process within oneself, including common sense solutions.

and other less obvious ways of solving problehs.
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A couple of fespondents expreésed their interest in

the session on the doctor/patient relationship and
communication process in that it was heipful in achieving
a mufual understanding about some medical issues, in
understanding the strained relationship one patient had
with her doctor, and in learning to be assertive with
their doctor without being confrontational. VbOverall,
favourable comments were offered on the topic of
'overcoﬁing fears of being afraid to talk to the doctor

and asking the right questions.

A summary of theseAqualitative findings suggests
that the subjects were able to identify some benefits of
the ASMP, along with some limitations and commonly'shared
concerns. Wifh the exception of two subjects, pain
associated with scleroderma appearéd not to increase four
months after their participation in the ASMP. A commonly
" reported fhémé was the stress caused by the subjécts"
‘_families inability to fu11y4understand the nature and
consequences of scleroderma. Regarding vthe ASMP
limitation, the subjects generally commented on the lack
of time and information provided in addressing cérﬁain
topiés. They thought that more time could have been
devoted to some subjeét areés, including scleroderma

itself. The final theme_which emerged is the opportunity



139
for‘ the subjects to share common experiences and>
problemé, and to affiliate with others in the prégram who
had similar scleroderma conditions. Most subjects agreed
that the ASMP experience provided a positive impact in
their lives in terms of living with scleroderma more

successfully.
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- CHAPTER BIX

’ DISéUBBION AND COﬁCLUSIONS

' The reéulté?of this study have failed to demonstrate
the effectiveness of the ASMP ih imprqving the levéls of
'pain; disability, depression, quality of life, self-
efficacy and health locus of control among a group of
scleroderma patients. Moreover, the subjects did not
experience a statistically significant improvement in
their health outcomes. However, positive changes in
healtﬁ status were .Qbserved although :they: were
statistically insignificant.

This discussion is notklimited to the declaration.
that the ASMP was not effective at all. ~As noted,
statistical significance was notireaqhed in this study.
There is no suggestion in this analysis that the ASMP had
@o positive impact on the subjects. In fact, when
referfing the means of each dependent variable, a
positive trend or positive change in the subjects' health
status can be identified. Although it is difficult to -
define with the same preciéeness as statistical
significance_at\the 0.05 level, it is fair to say that -
these positive trends in heaith status represent
clinically significant fesults. The fact that positive

trends were observed leaves room to conclude that-
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clinical sighificance was obtained; that is, the posttest
resuits indiéate “"some" improvement in health status of =
treatmént group subjects that exceeds the health status
prior to the implementation of the interQention or the
ASMP. .

Essentially, pain exhibited the greatest imprdvement
in the treatment subjeéts in contrast to thé comparison
group. Notwithstanding the lack of statistical
v. significance,.it is fair to conclude that the level of.
éain in each of the treatment subjeéts was reduced.
Where the results indicate small, but posifive,
behavioral and health status iﬁprovements, it is
reasonable to conélude that tﬁe ASMP had no deteriorating
: effects on the individuals in the treatment group. These.
positive trends sﬁggest that these results are similar to
Aother recent studies on the‘effectivehess of the ASMP on
other groups " of inéividuals with other types of
arthritis. | |

Chahges observed in paih levels did not reach
statistical significance, in part, because of high.
variability in subject scores. Considerable variability
in pain scores were obtained for the treatment group and.
the comparison group. Because the variability of mean
.scbres were all very lafge, the magnifude of‘change.would

have had to be great in order for it to reach statistical
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éignificance. The variability for some individuais in
each group is rather large in each direction which partly
explains ‘the insignificaht results. Some sﬁbjects in
each group experienced either a felatively large or small
increase in the pain 1evélé between their pretest and
posttest measurements. No éonsistenf pattern emerged to
indicate that there was a significant difference in the
pain. scores. bétween the treatment group and the
comparison group.

Similar results were obtained ’for the other
variables in which two main conclusipns can be made about
the findings. First, the trends in the résults indicaté_
small positive changes, but these changes failed to reach
statistical significance because of the small sample size
and high variability.‘ Second, some of the variables
remained constahf in that no deteriorating effects were
observed. |

- Regarding disabiiity, the results indicate that
neither the treatment groﬁp or the _compariéon group
subjeéts.perceived their respective disability to get
“substantially better or worée. As it was ndéed for the
pain variable,.the treatment subjects demonstrated é
slight improvement in their disability, although not at
a statistically significant level. Because of this

observed positive trend, it can be concludéd that the
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ASMP did not result in any deterioration ofithe treatment
subjects perceived disabiiity when .cgmpared to the
comparison subjects.

The resulté were similar for the snbjects' levels Qf
depression. Although not statistically significant, a
positive trend was indicated. The treatment group
experienged slightly less depression levels than‘the
comparison group. A statistically significant'result.was
not obtained for this variable'becausé of relatively high
variability and a small sample size.

A similar interpretation of the results can be
offefed-for the quality of life variable. This variable
failed to reach statistical significance, once again,
_because of high variability and small samplé size. No
consistent pattern emerged to demonstrate a significant
difference in the quality of life scores between the
treatment‘group and the comparison group. And, as with
pain, disability and depreSsién, the results indicate a
slight impfovemént trend for the treatment group in that
they did experienée a slightly higher_quality of life
than that of comparison group after the ASMP.
| ~Similarly, although the results were insignificant
because of high variability and small sample‘size( a
small positive change.wasvobserved.for the three self-

efficacy dimensions of fﬁnctidn,'symptoms and pain. The
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’tréatment group subjects ‘perceived' slightly greater
control ovér their'disability, scleroderma symptoms and
péin than the comparison group. Notwithstanding the lack
of significance in these results, however, it is.
reasonable to conclude that the ASMP did not coﬁtribute,
to any deterioration in the treatment Subjects' self-
efficacy.

Finally, the results for the subjects' health locus
of control deserve a'simiiaf interpretation‘to_what has
already been discussed in light‘of the other dependent
variablés. Again, the results indicate a small positive
¢hange .in the vtreatmént subjects',,heaith locus of
control, but they failed to reach statistical
:significance because of relatively high variability and
small sample size. For the most part, health.locus of
control remained constant without the ASM? resulting in
deteriorating effect to this variable.

A.Althdugh‘ »pain showed the  greatest positive
improvement or change,.positive imprqvements in the ofher
-fivé variables were also demonstrated in so far as the
treatment group subjects did not experience a decline in -
Vtheir health status during the study. In other words,
their healfh status generally did not become worse, but
father, they maintained their original level or slightly

improved level of health. ‘These results correspond to
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the wbrk‘produced by Kate Lorig and ethers in the past
decade; B |

The consistent meseage in,this discussioh is that no
statistical significance was achieved in the results
whieh thwarts our attempt to reject the nuli hYpetheses.
Altefnatively, twe are forced to ‘eccept the null
hypotheses; that is, the ASMP had no effectiveness in
1mprov1ng the scleroderma subjects' health status from a
statlstlcally s1gn1f1cant point of view. It is plausible
to conclude that the limits of the study have tempered
the >expectat10n ‘that people with scleroderma' would
improve their health status as a result of participating
in the ASMP. émall sample size and high variability in
the dependent variables are the most notable limitations
of this study. In addition, a more scientifically prudent
" methodological research design would have included random
selection of thersample from the population and random
assignment_of these individuals to the treatment group
and control group. Achieving insignificant resﬁlts could
heve conceivablf been a consequence of the research

limitations.

Limitations of Study
First, this study does not represent a true

experimental design. The subjects were not randomly
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selected from the population, and second, they were not
randomly assignéd to either the tfeatment group or the
comparison group. Instead, the pépticipants who.belongedb
to eacﬁ of the two‘ groups were determined by their
interest in participéting iﬁ. the ASMP and .their
subsequeht self selection of the .grbup that they
preferred ﬁo belong to, even in light of the fact tﬁat
the comparison groupvwas also promised enrolment in the
ASMP at a iater date. An object of this study was to
satisfy all ethical requirements, including the promise
to offer the ASMP to.the comparison group a shbrt time
after the treatment group's completidn of.it.

’Third, the.sample size of eighteen subjects is a
relatively small sample. A more suitable siée required
for such findings would be thirty subjects or more.

| Fourth, some subjects in the treatment group'did not
attend all six sessioné of the ASMP. Beéausé séleroderma
_is such a sever chronic health condition in that its
flare ups can cause illness serious enough to
substéhtially restrict a person's physical and mental
activity, the non attendance to all six sessions by some
individuals in this group-was not surprising. This
problem presents the limitation that those who did‘not :
attend all sessions probably did not acquire the full

learning experience and benefit the program had to offer.
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Implications and Recommendations |

The qﬁalitative analysis of this study indicates
tha£ the six subjects who participated in the.ASMP found
it enjoyable and effective in helping them cope with‘
their particular type of arthritis, scleroderma, some
four months after - the ASMP was implemented. .
Specifically, the participants liked the group process,
" the socializing component'of the ASMP and the positive
interaction with others who shared a common disease. 1In
addition, testimony from all»participanfs indicated that
the ASMP involved a worthwhile leafning experience
because it was informative and offered new insight into
how to help oneself in coping with a chronic disease.
This ﬁrogram inspired intérést from a small- group of
. individuals who came from varied backgrounds, ages, and
education.

The timing of the program in relation to theAtiming
of initial diagnosis of scleroderma was considered
Acritical:in dealing with health crises. For subjects'
whose scleroderma was diagnosed a considerable time
before the ASMP resulted in résolviﬁg 'many of the.
psychosocial problens and issues. This finding points to
the recommendation that such a pafienﬁ education program
should be advertised in the medical coﬁmunity so_thét'

greater, more timely contact could be made with the
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_program. Similarly, greater advertising-of this program
in the é:thritis patieﬁt comhunity would increase more
'appropriaté contact with the ASMP.
__Furthérmofe, if the ASMP is to be sensitiVe‘and
suitable to scleroderma factors and stptoms, it should
be designed accordihgly to meet specific requirements of

this disease. This study did show that the ASMP was

relevant to subjects with scleroderma in rather general

psychosocial areas such as stress, depression,

doctor/patient communication, medications, problem
solving, pain management and nutrition. 1In this 1light

and in addition to thése subject areas applying rather
appropriateiy to other arthritis groups, the ASMP is
general enough be effective with arfhritis groups such as
people Qith scleroderma. .Thus, this general application
is one of the program's major édvéntages. Howevér, more
specialized knowledge on scleroderma, its course, its
symptoms and exefcises should be provided in the future
to accommodate the particularAinterests that people ﬁith
scleroderma have in relation to their individual needs.
Similarly, not only could'the ASMP been specializéd
more to meet these neéds, perhaps the instruments used to
measure the. subjects' physiological and psychosocial
factors could be developed in order to be more apblicable

or sensitive to specific scleroderma variables. .
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Scleroderma is a rather unique type of arthritis and its
disease process bares little simila:ity‘tO'other types of
arthritis. Although no subjects -complained» about
coﬁpleting the questionnaire, no systematic proeedure or
experimentatidn was used to'test the suitability and
sensitivity of the instruments to measure pain, .
disability, quality'of life, self-efficacy, depression,
and health locus of control. Since it is belieVed‘that
this study is ithe only stﬁdy to' date that has
investigated the effecti?eness of the ASMP on a exclusive
group of people with ’scleroderﬁa, more studies -and
investigations of‘this nature shopld be designed to test
the effectiveness and suitability of the measures‘ﬁsed on
this particular group of people.
| The results of this investigation are encouraging
and might be thought as a preliminary study to a larger -
© more comprehensive one in the future. This study might'
also be thotht of as a pilot,sfudy to a 1argef one with
a stronger design to include a larger pbpulation and’
sample 'size with a stronger adherence to a true
experimental design, involving random selection of
subjects from the population, random assignment of them
to either_a treatment or control group, and perhaps more
points of measurement, such as a longer follow-up time

period.



150

IBLIOGRAPHY

Achterberg, J., McGraw, P., Lawlis,  G.F. (1981).
Rheumatoid arthritis: 4A study 6f relaxation- and
adjunctive therapy. Biofeedback and Self'Regulatibn,
6, 207-216.  Cited in K. Lorig, L. Konkol, & v.
Gonzalez. (1987). Arthritis patient education: A review
of the literature. Patient Education and Counselling,
10, 207-252. |

Affleck,. G., Pfeiffer, C. Tenneﬁ, H. & Fifield, J..
(1987). Attributional processes in rheumatoid arthritis
patients. Arthritis and Rheumatism, 30, 927—931;
Anderson, K.O., Bradley, L.A., Young, L.D., & McDaniel,A
L.X. (1986). Psychological aspeéts of arthritis.
Concise Textbook of Rheumatology. Edited by R.A.
Turner, & C.M. Wise. New York: Medical Examination
Publishing.

Anderson, K.O., Bradley, L.A., Young, L.D., MqDaniel,

| L.K., & Wise, C.M;'(1§85). Rheumatoid arthritis:
review of psychological factors related to etiology,

effects and treatment. Psychological Bulletin, 98,'

358-387.

Bandura, A. (1977). Self-efficacy: Toward a unifying

theory of behavior change. Psychological Review,

84, 191-215.



151

Bahdura, A. (1977b). Social Learning Theory. Englewood . .

Cliffs, NJ: Prentice-Hall.

Bandura, A.'(1982). Self-efficacy mechanisms in human

agency. American Psychologist, 37, i22-147.
Banwe11,>B.F., & Ziebell; B. (1985). Psychological and
sexual health in rheumatic diseaées. In W.N. Kelly,
E.D. Harris, S. Ruddy, & C.B. Sledge. Textbook of
Rheumatology, 2nd edition. W.B. Sanders Co.
Bartlett, E. (1984). Patient education seén as a cost-
cutting mechanism. Hosgitéls, 58, 64.
'vBartlett; E.E. (1985) . Form: Patient education
introdﬁction. Eight principles from patient education

research. Preventive Medicine, 14, 667-669.

Bielicki, B., Belch, P., & Schumacher, H.R. (1982).
Patient education in gout: what does it accomplish?

(abstract). Arthritis and Rheumatism, 25, S87.

Bradburn, N. (1969). The Structure of Psychological Well-

Being. Chicago: Aldine.
Bradbury, V.L., & Catanzaro, M.L. (1989). The quality of
life in a male population sufferihg from arthritis.

Rehabilitation Nursing, 14(4), 187-190.

Bradley. L.A. (1985). Psychological aspects of arthritis.
Bulletin on the Rheumatic Diseases, 35(4), 1-12.
Bradley, L.A. (1984). Psychologicai approaches to the

management of arthritis pain. Social Science and



‘ _ 152

Medicine, 12,'1353-1360. Cited in‘K. Lorig, L.,Konkol
&VV.‘Gonzalez. (1987). Arthritis patient education: A
review of the literature.  Patient FEducation and -
Counselling, 10, 207-252. | ‘ |

Bradley, L.A., Turner, R.A., Young, L.D., Agudels; C.A.,
Anderéon, K.0., & McDaniel, L.K. (1985). Effects of
cognitive-behavioral therapy on pain behavior of
rheumatoid arthritis patients. Scandinavian Journal of
Beha§ior Therapy, 14, 51-64. Cited in K. LorigL L.
Konkol & V. Gonzalez. (1987). Arthritis patient
education: A review of the literature. Patienf
Education and Counselling, 10, 207-252. |

Brooks, P.M. & McFarlane, A.C. (1983)! Total patient
management in rheumatoid arthritis. Medical Joﬁrnal of
Austria, 1, 393-394.

Burckhardt, C.S. (1985). The impact of arthritis on
quality of life. Nursinngesearch,'34(1), l11-16.

Campbell, A., Converse, P.E.,-& Rodgers, W.L. (1976). The
Quélity of American Life. New Yofk: Russell Sage
Foundation. |

Cantril, H. (1965). Patterns of Human Concerns. New
Brunswick N.J.: Rutger University Press.

Cobbs, S. (1959). Contained hostility in rheumatoid

arthritis. Arthritis and Rheumatiém 2,419-426.

Cobbs, S., Miller, M. & Wieland, M. (1959). On the



153 |
'.relationéhip between divorce and rheumatoid arthritis.
Arthritis and Rhevmatism, 2, 415-418.

-Cleveland, S.E. & Fisher, S. ‘(1954). Behavior "and
undonsciqus fantasies of patient with rheumatoid
arthritis. Psychosomatics Medicine, 16, 327-333.

Cohen, J.L., Van Houten Sauter, S., DeVellis, R.F. &
DeVellis, B.M. (1986). Evaluation of a{rth‘ri‘_tis self-
management courses led by 1lay pefsons and by

professionals. Arthritis and Rheumatism, 29(3), 388-
393. |

Cohen, S., & Lazarus,.R. (1980) . Coping with stress of
illness. In.G. Stone & N. Adler eds. Heélth Psychology:

| A Handbook; San'Francisco: Jossey-Bass Inc. -

Cole, S.A., O'Connor, S., & Bennétt, L. (1979). Self-help
groups for clinic patients with chronic illness.
Primary Care, 6, 325.

Comier, B.M., & Wittkonen, E;D. (1957) . Psychosoéial

aspects of rheumatoid arthritis. Canadian Medical

Association Journal, 77, 533-541.

Convery, F.R., Minteer, M.A}, Amiel, D., &béonnett, K.L.
(1977) . ‘folyarticular disabiiity: A | functional
assessment. Archives of Phyéical and Medical
Rehabilitation, 55,494-499.

Crane, V.S. (1985); Patient education as a mechanism for

illness prevention and self-care. Health . Care



154
Supervisdf,4(1),‘57469. _
Decker, J. (1982). Summary..journal of Rheumatology, 9, o
802-806. |
Devellis, R., DeVellis, B., Sauter, S., Harring, K., &
Cohen, J. (1986). Predictors .of pain and functioning
in érthritis. Health Education ahd Research, 1, 61-67.
Cited in K. Lorig, L. Kénkol & V. Gonzalez. (1987).
Arthritis patient education: A review vdf, the
literature. Patient Education and Counselling, 10, 207-
252.
Derrybery, M. (1960). Health education: Its objectives
and methods. HealthvEducation Ménographs, 8, 2-9. |
Dixon, J.S., & Bird, H.A.. (1981). Reproducibility along
a 10 centimeter vertical visual analogde scale.‘

Annals of the Rheumatic Diseases, 40, 87-89.

| Dobos, R. (1976). The State of health and the quality of

| life.AWestern Journal of Medicine, 125, 8-9.

Doyle, M.A.. & Brunk, S.E. (1986). Bone up on arthritis:
Arthritis self-care goes to the country. Family and
Community Health, May, 45-55. |

Doyle,‘T.H., & Granada, J.L. (1982). Influence of two

management approaches of the health status of women

with  osteoarthritis  (abstract). Arthritis and
Rheumatizm, 25, S56.

‘Earle, J.R., Perricone, P.J., Maultsby, D.M., Perricone,



| 155
N., Turner, R.A., & Davis, J. (1979). Psycho-social
adjustment of rheumatoid arthritis patiénts_frdm'two
_alternative treatment  settings. Journal of
Rheunmatoloqgy, 6, 80-81.

‘Ferguson, K., & Boyle, G.G. (1979).' Family bsupport,
health beliefs, therapeutic compliance, in patiehts
with rheumatoid arthritis. Patient Counselling and
Health Education, 1, 101—105.

VFlanagan,'J.D. (1978); A research approach to'improving
our quélity of life. American Psychologist, 31, 1585
147. | . |

-Freedman,’k.R., Ianni,AP. & Wenig, P. (1934). Behavioral
treatment of raynaud's phenomehon in scleroderma.
Journal of Behavioral Medicine, 7, 343-353.-C;ted in

"K. Lorig, L, Konkol & V. Gonzalez. (1987); Arthritis
patient education: A re§iew of the literaure. Patient
Education and Couﬁselling. 10, 107-252.

Fries, J.F., Spitz, P., Kraines, R.G., & Holman, H.R.'

‘(1980).‘Measurement of patient outcome in

arthritis. Arthritis and Rheumatism, 23 (2), 137-

145. '
Fries, J.F., Spitz, P.W. & Young, D.Y. (1982). The
dimeﬁsions of'health outcomes: The health assessment
questionnaire, disability & pain scales. Journal of

Rheumatblogy, 9, 789-793.



156

Gardiner, B.M. (1980). Psychological aspects ‘of
rheqmatoid arthritis. Psychological Medicinel 10,
159-163. |

‘Gildea, E.F. (1949). Special feétures of personality
which are common to certain psychosomatic disorders.
Psychosomatic Medicine, 2; 273-281.

Goeppinger, J. Brunk, S.E., Afthur, M.W., &’Riedesel, S.
(1987) . The effectivéhess of community-based arthritis
self-care'proérams.'Arthritis and Rheumatiém, iSuppl],
30, S194. Cited in'K. Lorig, L. Konkol & V. Gonzalez.
(1987). Arthritis patient education: A review of the
literature. Patient Education and.Counselling, 10, 207-
252. |

Goldberg, D. (1985). Identifying psychiatric disease

among general medical patients. British Medical
Journal, 291, 161-162.
Green, L.W. (1978). Determining the impact and

effectiveness of heaith education as it relates to

federal policy. Healfh Education Monographs, 6 (suppl),
28, 66.

Green; L. Kreuter, M., Partridge,lk., Deeds, S. (1979).
Health Education Planning: A Deagnostic Approach. Palo

"Alto, Califérnia: Mayfield Publishing Co.

Green, L.W., Squyres,W.D., D'Altroy, L.H. (1980). In W;D.

Squyres (ed). Patient Education: An Inquiry into the



157

~ State of the Art. New York: Springer.

Gfiffiths, W. (1972). Health education. definition,
problems and philosophies. Health Education Monograph,
31, 7-11. . N | |

Grinnell, R.M. (1988). Social Work Research and
Evaluation. itasca, Illinois: Peacock Publishers.

Goldberg, D. (1985). Identifying psychiatric disease
among general medical patients. British Medical

4 Jourhél, 291, 161-162. .

Groés, M., & Brandt, K.D. (1981). Eddcétional support
groups for patients with ankylosing spondylitis: a
preliminary report. Patient Cognselling and Health

'Education; 3, 6-12. |

Curin, G., & Feld, S. (1960f. Americans View Their Mental

Health._New York: Basic Books.

Henkle, C. (1975). Social group work as a treatment

modality for hospitalized people with rheumatoid

arthritis. Rehabilitation Literature, 36, 334.
Jétte; A.M. (1982). Improving patient co-operatioﬁuwith
arthritis. Arthritis and Rheumatism, 25, 447-453.
Kaplan, R., Atkins, C., & Reinsch, s. (1984). Specific
| efficacy expectations mediate exercise compliance in
patients with COPD. Health Psychology, 3, 223-242.
Kaplan,_ﬁ; & Kozin, F. (1981). A Controlled study of

group counselling in rheumatoid arthritis. The Journal



158
of Rheumatoloqy, 8(1), 91-99.
Katz, S., 'Vignos, P.J., & Moskowitz, R.W. (1968).

Comprehensive outpatient care in rheumatoid arthritis.

Journal of American Medical Association, 206, 1249-.
1254.

Kaye, R.L. & Hammond,' A.H. (1978). Understénding
rheumatoid arthritis: an evaluation of a patient
education program. Journal of the American Medical
Association, 239, 2466-2467. ' 4

Kazis, L.E., Meenan, R.F., & Anderson, J.J. (1983). Pain

in the rheumatic diseases. Arthritis and Rhepmatism

26, 1017-=1022.

'King, S.H. (1955). Psychosocial factors associated with

rheumatoid arthritis: A literature review. Journal of

Chronic Diseases, 2, 287-302.

Kirwan, J.R. (1988). Psychological factors in patients

with chronic rheumatoid arthritis. Annals of the
Rheumatic Diseases, 47, 969-971.

Knudson, K.G., Spiegel,.T.MQ, & Furst, D.E. (1981).
Qutpatienf-educatioﬁ program for rheumatoid -

arthritis patients. Patient Counselling and Health
education, 3, 77-82.

Konkol and V. Gonzalez. (1987). Arthritis patient

eduqation: A review of the literature. Patient

Education and Counselling, 10, 207-252.



‘ 159

Kroshus; G. & Abbott, J.A. (1988). Quality assurance
review of a rheumatoid arthritis education program.
Patient Education and Counselling, 12, 213-224.

Laborde, J.J. & Powers, M.J. (;980). Satisfaction withv
life for patients undergoing hemodialyis and

4 paﬁients suffering from osteoarthritis.'Researéhvin

‘Nursing and Health, 3, 19-24.

Laborde,  J.M. & Powers, M.J. (1983). Evaluation of
educational interventions for oesteoarthritis. Multiple
Linear Regression Viewpoints, 12, 12-37. Cited in K.
Lorig, L. Konkol and V. Gonzalez. (1987). Arthritis
patient education: A review of the literature. Patient

Education and Counselling, 10, 207-252.

Lee, P., Jasani, M.K., Dick, W.c., & Buchanaﬁ; W.W.-

(1973). Evaluation of a fﬁnctional index in rheumatoid

arthritis. Scandanavian Journal of Rheumatoloqy, 2, 71~

77.
Lehew, J.K. (1970)-. Thé use of hypnosis in the treatment
of musculoskeletal disorders. American Journal of
. Clinical ngnosis.l 13, 131-134. Ccited in K. Lorig, L.
‘Lenkér, S.,.Lorig, K., & Gallagher, D. (1984). Reasons
for the lack of association between changes in health
behavior and improved health sfatus: An exploratory

study. Patient Education and Counselling, 6(2), 69-72.

Levin, L.S. (1978). Patient education and self-care: How



160

do they differ? Nursihq Outlook, 26(3).

" Liang, M.H., Phillips, E., & Scamman, M. (1981)..besign

4, and evaluation of a pilot community program for
musculoskeletal disability. Journal of Community
Héalth, 6; 257-266. |

Liang, M{H.,'Rogers, M., Larson, M. Eaton, H.M.,
Murawski, B.J., Taylor, J.E., Swafford, J., & Schur,
P.H. (1984). The psychosocial impact of »
systemic lupus erythematosus and rheumatoid
arthritis. Arthritis and Rheumatism, 27, 13-19.

Lorig, K. (1980). Arthritis sélf-managemént: a joint
venture, a multiple outcome patient: education
evaluation (Doctoral dissertation). University of
California, -Berkéley. Cited in 'J. Cohen. (1986) .
Predictors of pain and fﬁnctioning in arthritis. Héalth
Education and Research, 1, 61-67.

Lorig, K.R. (1982). Arthritis self-management: A patient

educationprogram.RéhabilitationHursiﬁquulv-Auqust;'

16-20.

Lorig, K. (1986a). Development and dissemination of an

arthritis patient education course. Famiiv and
Community Health, May, 23-31. |

Lorig, K., Chastain, R.L., Ung, E., Shoor, S., & Holmn,
H.R. (1989). Development and evaluation of a scale to

measure perceived Seiffefficacy in'people with



161

arthritis.  Arthritis and Rheumatism, 32 (1), 37-
44. "

Lorig, K., Cdx, T., Cuevas, Y., Kraihes, R., & Britton,

M. (1984a). Converging and diverging beliefs about

arthritis: caucasian patients, -Spanish speaking

patients, and.~physicians. Journal _of Rheumétology.
11(1), 76-79.

Lorig, K., Feigenbaum, P., Regan, C., Ung, E., ChaStain,

R.L., & Holman, H.R. (1986b). A comparisonAof lay-

taught and professional-taught arthritis self-

management courses. Journal of Rhéumatology, 13(4),
763-767.

Lorig, K., & Fries, J.F. (1986c). The Arthritis Helpbook:

A Tested Self-Management Program for Coping with Your

Arthritis. Reading, Massachusetts: Addison-Wesley.
Lorig, K., Kraines, G. & Holman, H. (1981). A fandomized,'
prospective, controlled study of the effects of health

education for people with arthritis. (Abstract).
Arthritis and Rheumatism (suppl), 24, S90.

Lorig, K., Laurin, J. & Holman, H. (1984). Arthritis
' self-management: A study of the effectiveness of

patient education for the elderly; The Gerontologist,

24(5), 455-457.

Lorig, K., Konkol, L., & Gonzalez. (1987). Arthritis

patient education: A review of the literature. Patient



| _ 162

Education and Counselling, ;0, 207-252.
Ldrig, K. Kraines, G. & Holman, H..(1981); A randdmized
prospective controlled study of the effects of health

‘education for people with arthritis. Abstract.

Arthritis and Rheumatism, 24 (suppl): S90.
Lorig, K., & Laurin, J. (1985). Some notions. about
assumptions underlying health education. Health

Education Quarterly, 12(3), 231-243.

Lorig,_K., Lubeck, D., Holman, H. (1982). Nonassociation
of new behaviors with favourable outcome in effective

arthritis health education. Abstract. Arthritis and

Rheumatism.'25(supp1):8148.
Lorig, K., Lubeck, D., Kraines, R.G., Seleznick, M., &
"Holman, H.R. (1985). Outcomes of self-help

education for patients with arthritis. Arthritis

and Rheumatism, 28 (6), 680-685.

Lorig, K., Mazonson, P., & Holman, H. (1989, June).

Four vear clinical and service utilization

benefits of arthritis patient education. Paper

presented for the Arthritis Health Professions
Association 24fh National Scientific Meeting,
Cincinnati, Ohio.'b

Lorig, K., & Riggs, G. (1983). Arthritis patient
education biblioprofile. Arlington, Viginia: Arthritis

Information Clearing-House. Cited in S. Lenker,



163
K. Lorig & D. Gallagher. (198 ) Reasons for the lack of
association between changes in healﬁh behavidr and
‘impréved health status: An exploratory study. Patient
Education and Counselling, 6(2), 69-72.
- Lorig, K., Seleznick, M., Lﬁbeck, D., Ung, E., Chastain,
R., & Holman, H. k1989b). The beneficial outcomes of
the arthritis self-management course are not adequateiyA
explained by behavior change. Arthritis and

Rheumatism, 32(1), 91-95.

Lorig; K., Seleznick, M., Lubeck, D., Ung, E., Chaétain,
R., & Holman, H.R. Failure of the cbnventional
explanétioﬁ to account for benefits of health education
in chronic arthritis and suggested élternative. Cited
in K.V Lorig, L. Konkol and V. Gonzalez. (1987).
Arthritis batient education: A review of the
literature. Patient Education and Counselling, 10, 207~-"
252. |

Lorig, K. (1990). Patient education: The first time out.
(Workshop). The Twenty-Fifth Annual Meeting of the
Arthritis Health Professions Associafion. Held . in
Seattle, Washingtbn.

Lowman, E.W. (1958). Rehabilitation of the rheumatoid

cripple: A five yeaf study. Arthritis and Rheumatism
1l, 38-=43.

Maier, S.F., & Seligman, M.E. (1976). Learned



164

helplessness: Theory and evidence. Journal of

Experimental Psychology, 105, 3-46.

Mézzuca;AS.A. (1982) . Does patient education in chronic
disease have therapeutic value? Journal of Chronic

Diseases, 35, 521-529.

Meenan, R.F., Yelin, E., Nevitt, M. & Epstein, W.V.
(1981). The impact of chronic disease: Sociomedical
profile of rheumatoid arthritis. Arthritis &

Rheumatism, 24, 544-549.

Melvin} J., Brannan, K.} & Carwile LeRoy, E. (1984).

Comprehensive care for the patieht with'SYSteﬁic

sclerosis (scleroderma). Clinical Rheumatology in
Practice, 112-129.
Moldofsky, H., & Chester, W.J. (1970). Pain and mood

patterns in patients with rheumatoid arthritis: a

prospective study. Psychosomatic Medicine, 32; 309~
318. | ‘ | |

Moll, J.M.S.H. & Wright, v,.A (1972). Evaluation of
arthritis and rheumatishl council handbook on gout.
Annals of the Rheumatic Diseases, 31, 405—411.

Moos, R.H., & Solomon, G.F. (1964). MMPI response pattern
in patients with rheumatoid arthriﬁis. Journal of
Psychosomatic Research, 18,'17-28.

Mueller, A.D., & Lefkovits, A.M. (1956) . Persénlity

structure and dynamics of patients with rheumatoid



165

arthritis. Journal of Clinical Psychology, 12, 143-147.

AMueller, A.D., Lefkovits, A., Bryant, J.E. & Maréhail,

~M.L. (1961). Some psychosocial factors in rheumatoid
arthritis. Arthritis and Rheumatism, 4, 275-282.

‘Mullen, P.D., Green, L.ﬁ{, & Persinger, G.S. (1985).

Clinical trials of patient education for chronic

conditions: A comparative meta-analysis of intervention

.types. Prentive Medicine, 14, 753-781.

Mullen, P.D., Laville, E., Biddle, A.K., Lorig, K.
(1987). Efficacy of psycho-educational interventions
on pain, depression,.and disabiliﬁy with»arthritis
adults: A meta-analysis. Journal of- Rheumatology,
suggl. 15, 14, 33-39. Cited in K. Lorig, L. Konkol and

V. Gonzalez. (1987). Arthritis patient éducatiqn: A

review of the literature; Patient Education and

Counselling, 10, 207-252.

McFarlane, A.C.. & Brooks, P.M. (1987). Determinants of
disability in rheumatoid arthritis. British Journal of
Rheumatology, 26, 101-108.

McGowan, P. (1990). The Arthritis Branch Community
Support Proiject. A report on a study conducted at the

Arthritis ~ Society - British Columibia and Yukon
Division, Vancouver, B.C.
Nicassio, M.P., Wallston, A.K., & Callahan, L.F. (1985).

'The measurement of helplessness in rheumatoid



166

arthritis: The development of the Arthritis 4
Helplessness Index. Journal of Rheﬁmatology, 12,

- 462-467. o

Norusi#, M.J. (1987). The SPSS Gui&e tb Data Ahalysis for
SéSS:X with Additional Instructions for SPSS/PC+. Rush-
Presbyterian-St. Luke's Medical Centre.
Oberai, B., & Kirwan, J.R. (1988). Psychological
:factors in patients with chronic rheumatoid_arthfitis.
Annals of the Rheumatic Diseases, 47, 969-971.

O'Leary? A. (1985). Self-efficacy and Health. Behavior
Research Therapy, 23 (4), 437-451. o

O'Leary A., Shoor, SQ,>& Lorig, K. (1987). A cognitive-
behavioral tfeatment - for rheumatoid arthritis:
treatment ‘;effects, follow-up assessment ,aﬁd
psychological mediation. Cited in K. Lorig, L. Konkol
&-V. Gonzalez.1(1987). Arthritis Patient EduCation:

A review of the literature. Patient Education and

Counselling, 10, 207-252.

Parker, J.C., Singsen, B.H., Hewett, J.E., Walker, S.E.,
Hazelwood, S.E., Hail, P.J.,.Holsten, D.J., & Rodon,"
C.M; (1984). Educating patients with rheumatoid
arthritis: .A prospective analysis. Archieves éf.

Physical and Medical Rehabilitationl 65, 771-774.

Paulou, M., Hartings, M. & Davis, F.A. (1978). Discussion

groups for medical patients: A vehicle for improved



‘ _ 167
coping. Psychotherapy énd-Psychosogatics; 30, 105.
Peﬁersen, P., Rundeli, J., Maurer, A., & Holschuh, A.
| (1985). Therapeutic intervention in scleroderma.
Clinical Rhéumagglggy in Practice, 107-115.

"PSlley, H.F., Swenson, W.M., & Steinhilber, R.M. (1970).
Personality characteristics of patients with
;heumatoid arthritis. Psychosomatics, 11, 45-49.

Potts, M., & Brandt, K. (1983). Analysis of education
support groupé for patients with rheumatoid
arthritis. Patient Counselling and Health
Educétion, 4,'161-166. B

Potts, M., Mazzuca, S., Brandt, K. (1986). Views of
patients and physicians regafding the importance of
various aspects.of arthritis treatment. Corrélations
with health status and patient satisfaction. Patient
Education and Counselling, 8, 125-134. Cited in K.

" Lorig, L. Konkpl & V. Gonéalez. (1987). Arthritis
' patientleduéation: A review of the liferature. Patient
Education_and Counselliﬁgl 16, 207-252. |

Radloff, L.S. (1977). The CES-D Scale: A self-report
deﬁression scale for research in the_generai
populétion. Applied Psychological Measurement, 1
(3), 385—401.-

Rhodes, J.A. (1985). A controlled trial of the effectsl

of professional peer group couﬁselling'in rheumatoid



168 -
arthritis. Paper presented at the First International
Conference  on Imagery (Symposium on Clinical
Applications of Imagery Techniques) San 'Francisco,
cited in K. Lorig, L. Konkol & V. Gonzalez. (1987).
Arthritis patient education: A review of the:
‘literature. Patient Educatibn and Couhseiling, 10, 207-
252. | - |

Rimon, R. (1974). Depression in rheumatoid arthritis.
Annals of Clinical Research, 6, 171-175.

Rimon, R., & Laakso, R.L. (1985). Life' stress and

rheumatoidafthritis.PsvchotherapvandPGychosomatics,
43, 38-43. |

Rippey, R.M., Bill, D., Abels,-M.,-Day, J., Downing,
D.S., Pfeiffer, C.A., Thal, S.E., & Weston, S.L.
"(1987) . .Computer-based patient education for older

persons with osteocarthritis. Arthritis and Rheumatism,

6,412-416. Cited in K. Lorig, L. Konkol & V. Gonzalez.
(1987). Arthritis patient education: A review of the

literatufe. Patient Education and Counselling, 10, 207-

252.
Rogers, M.P., Reich, P., Kelly, M.J., & Laing, M.H.

(1980) . Psychiatric conditions among hospitalized

‘arthritis patients. General Hospital Psychiatry, 2, 89-

94.

Rotter, J.B. (1954). -Social 'Learning and Clinical



169
Psycholoqgy. Englewood.CIiffs: PrenticefHall.

Rotter, J.B;, (1566). Generalized expectancies for
intérnal -versus external control of reiﬁfércement.
Psychological ﬁonogréphs, 80, 1-28.

Rubin, A., & Babbie, E. (1989). Research Methods for

Social Work. Belmont, California: Wadsworth.

Sackett, D.L. & Haynes, B. (1976). Compliance with
Therapeutic Regimens. Baltimore: John Hopkins.
Schuerman, J.R. (1981). Bivariate - analysis:

. Crosstabulation. In.R.M. Grinnell. Social Work Research

and Evaluation. Itasca, Illinois:'F.E, Peacock.
Schwartq, L.H., Marcus, R., & Condon, R. (1978) .
Multidisciplinary group therapy for rheumatoid

arthritis. Psychosomatics, 19, 289.

Scotch, M.A., & Geiger, H.J. (1962). The epidemiology of

rheumatoid arthritis. A review with attention to social

factors. Journal ofAChronic Diseases, 15, 1037-1067.
Sheérn, M.A., & Fireman, B. (1985).. Stress management and
mﬁtual support vgroﬁps in rheumatoid arthritis: A
contrblled study. American Journal of Medicine, 78, -
771-775. Cited in K. Lorig, L..Konkol‘& V. Gonzalez.
(1987). Arthritis patient education:.A review of the
literature. Patient Education and Counselling, 10, 207-
252, A |

Shoor, S.M., & Holman, H.R. (1985). Development of an



170
instrument to explore psychological mediators of

outcome in chronic arthritis patients. Trans. Assoc.

‘> of American Physician, 97, 325-331. Cited in Lorig, K.,
Chastain, R.L., Ung, E.,_Sﬁéor, S., & Holman, H.R.’
(1989). Development and evaluation of ‘a‘ scale to.
meésure_ perceived self—efficacy in people with

arthritis. Arthritis and Rheumatism, 32(1), 37-44.

Siegel, S. (1956). Nonparametric Statistics for the
. Behavioral Sciences. New York: McGraw-Hill.
Spergel, P., Ehrlich, G.E., & Glass, D. (1978). The

rheumatoid arthritic personality: a psychodiagnostic

- myth. Psychosomatics, 19, 79-86.
Speros, C. (1987). Building better system$'to'ehsure the

gquality of patient education. Promoting Health, 8, 5-

6.
Spiegel, T.M., Knutzen, K.L., and Spiegel, J.S. (1987).
Evaluation'of an inpatient rheumatoid arthritis patient

education program. Clinical Rheumatology, 6, 412-416.

Sternbach, R.A. (1978). Psychology of Pain. New York:

Raven Press. Cited in J.C. Parker, B.H. Singsen, J.E.
Hewétt, S.E. Walker, S.E. Hazelwood, P.J. Hall, D.J.
Holsten, & C.M. Rodon. (1984). Educating patients with
rheumatoid.arthritis;2\prospective analysis. Archieves

of Physical and Medical Rehabilitation, 65, 771-774.

_Strauss,'G.DQ,'Spiegel, J.S., Daniels, M., Spiegel, T.,



171
" Landsverk, J., Roy-Byrne, P., Edelstein, C., Ehlhardt,

J., Falke, R.; Hindin, L. & Zackler, L. (1986). Group

therapies for rheumatoid arthritis. Arthritis and

Rheumatism, 29(10), -1203-1209.

Stross, J;K., Mikkelsen, W.M. (1977). Edueating patients

with osteoarthritis. Journal of Rheumatolody, 4, 313-

316.

Summers; M.N., Haley, W.E. Reveille, J.D., & Aiarcon,
G.S. (1988);“Radiographic assessment and:psychologic
variables as predictors of pain and functional
impairment in osteocarthritis of the knee or.hip.l

Arthritis and Rheumatism, 31, 204-209.

Turner, J. (1978). Our patient education literally pays

for itself. Medical Economics, .105-162.

Udleman, H.D. & Udelman, D.L. (1977). Team therapy in

a rheumatology unit. Psychosomatics, 18, 42-46.

Udelman, H., & Udelman, D. (1978). Group therapy with

rheumatoid arthritis patients. American Journal of

Psychotherapy, 32, 288-299.

Valentine, L.R. (1970). Self care through group learning.

American Journal of Nursinq,‘70, 2140-2142.

Van Deusen, J., & Harlowe, D. (1987). Efficacy of the ROM

dance program for adults with rheumatoid arthritis.

American Journal. of Occupational Therapy, 41, 90-95.

Cited in K. ILorig, L. Konkol & V. Gonzalez. (1987).



172

Arthritis patignt education: A  review_ of the

literature. Patient Egudation and Counselling, 10, 207-
252. ’

varni, J.W. (1981). Behavioral medicine in hemophilic

arthritic pain management: two case studies. Archives.

of Physical and Medical Rehabilitation, 62, 183-187.

Cited in K. Lorigq, L. Konkol & V. Gonzalez. (1987).

Arthritis patient edﬁcation: A review of the
literature. Patient Education and Counselling, 10, 207-

252.
' Wallston, K.A. & Vignos, P.J. Jr.. (1973). Psychosocial

problems in management of chronic arthritis. 1In

"Ehrlich, G.E., ed., Total Manaqément of the Arthritic
Patient. Philadelphia: Lipincoft.A

Vignos, P.J., Parker, W.T., & Thompson, W.M. (1976).
Evaluation of a clinic education program for patients

with rheumatoid arthritis. Journal of Rheumatoloqy, 3,

155-165.

Wallston, B.S. (1981). Health locus of control scales.

In H. Lefconrt (Ed.) Research with the Locus of

Control Construct (Vol. 1): Assessment Methods..

Academic Press.

Wallston, B.S., Wallston, K.A., Kaplan, G.D., & Maides,
S.A. (1976). Development and yalidation.of the Health

Locus of Control (HLC) Scale. Journal of Conéulting and



‘ 173
Clinical Psychology, 44(4), 580-585.
» Wetsfone, S.L., Sheehan, J., Votaw, R., & Peterson, M.
(1982) . Computer-based education in rheumatoid
arthritis (abstract). Arthritis énd Rheumqfiém,

25, S26.
williams, G.H., & Wood, O.H.N. (1986). Common-sense
beliefs about illness: A mediation role for doctors.-

Lancet, 2, 1435-1436.

Yelin, E., Feshback, D.M., Meenan, R.F., Epstein, W.V.
(1979) . Social probiems, services and policy for person
with chronic disease: The case of rheumatoid arthritis.
Social Science Medicine, 13, 13-20."

Yelin, E.,' Meenan, R., Nevitt, M., and Epstein, W.
(1980). Work disability in rheumatoid arthritis:
Effects of diéease, social, and work féctors. Annals

of Internal Medicine, 93, 551. Cited in Banwell, B.F.,’

and Ziebell, B. (1985). Psychological and sexual health

in rheumatic diseases. 1In W.N.'Kelly, E.D. Harris, S.

qudy, and C.B. Sledge. Textbook of Rheumatoloqgy, 2nd

Edition. W.B. Sanders Co. '
Zaphiroporelos, G.,'&‘Burry,’H.C. (1954). Depression in

rheumatoid disease; Annals of Rheumatic Diseases,

33, 132-135.



174

APPENDICES



175
APPENDIX 1

Pretest and Posttest Measures for the Treatment Group

Pretest ™ Posttest.

Measure : Mean - 8D | Meéﬁ | SD.
Pain - 57.0 31,13 . 35.5 26.94
‘Disability 125 071 1.17  0.62
Depressién . 33.67 9.79 31.5 . 9.71
Quality of Life ' 54.0 38.66 51.83  20.74
Self-Efficacy

Function' 68.33 24.96 66.11 28.46

Symptoms 66.39  24.96 68.34 23.38

Pain 58.67  21.57 59.0  28.64

Health Locus of

Control _ - 39.0 11.88 '39.67  9.75
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Pretest and Posttest Measures for the Comparison Group

Pretest _. Posttest

Measure Mean SD Mean - 8D
Pain 39,0-- 24.0 39}83, 29.75
Disability 0.77  0.63 0.94 0.78
Depression 36.25 10.65 38.08 10.07
Quality of Life . 37.67 24.14 39.67 24.03
Self-Efficacy .
Function 72.04 25.92  67.59 27.53
Symptoms ©70.14  21.26 58.89 27.26
Pain ' 60.33 26.14 54.33 32.08

. Health Locus of

Control ©36.75 | 5.66 40.08 8.02
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Subject Pretest Follow-up’ Difference
Treatment Group

Subject 1 10 0 -10
Subject 2 47 3 . =44
Subject 3 45 61 © 16
Subject 4 99 50 -49
Subject 5 59 55 -4
Subject 6 82 44 -38
Comparison Group

Subject 1 .53 75 22
Subject 2 51 51 ¢
Subject 3 46 33 -13
Subject 4 54 18 =36
Subject 5 78 95 17
Subject 6 30 53 23
Subject 7 8 10 2
Subject 8 13 17 4
Subject 9. 64 11 -53
Subject 10 23 48 25
Subject 11 -0 0 0
Subject 12 48 67 19
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APPENDIX 4
DIBABILITY

‘Subject ‘Pretest Follow-up Difference'l
Treatment Group

- Subject 1 2 1 ~0.38
Subject 2 0 0 -0.13 =
Subject 3 1 1 0.50
Subject 4 2 2 -0.25
Subject 5 1 1 -0.13
Subject 6 2 1 -=0.12"
Comparison Group

Subject 1 1 2 1.38
Subject 2 2 2 0.38
Subject 3 1 1 0.00
Subject 4 0 0 - -0.25
Subject 5 2 2 0.25.
Subject 6 0 0] 0.00
Subject 7 0 0 0.13

- Subject 8 1 1 0.00
Subject 9 1 1 0.12
Subject 10 1 1 -0.13
Subject 11 0 0 0.00
Subject 12 1 1 0.13
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APPENDIX 5
'DEPREBSION
Subject Pretest Follow-up Difference
Treatment Group
Subject 1 41 34 - 7.00
Subject 2 23 25 ~2.00
Subject 3 28 28 0.00
Subject 4 34 28 - 6.00
Subject 5 49 50 1.00
Subject 6 27 24 - 3.00
Compérison Group
Subject 1 32 52 20.00
Subject 2 40 42 2.00
Subject 3 34 45 11.00
Subject 4. 38 25 -13.00.
Subject 5 51 52 1.00
.Subject 6 36 37 1.00
Subject 7 31 28 - 3.00
Subject 8 23 39 16.00
Subject 9 41 38 - 3.00
Subject 10 31 29 - 2.00
Subject 11 20 23 3.00
. Subject 12 58 47 -11.00
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~ Subject 12

Subject Pretest - Follow-up Difference
Treatment Group
Subject 1 61 50 -11
Subject 2 5 5 0
Subject 3 48 57 9
Subject 4 95 94 -1
Subject 5 98 67 -31
Subject 6 17 38 21
Comparison Group
Subject 1 72 75 3
Subject 2 52 72 20
Subject 3 64 44 =20
Subject 4 12 10 - 2
Subject 5 58 53 --5
Subject 6 35 59 24
Subject - 7 11 19 8
Subject 8 14 32 18
Subject 9 53 26 =27
Subject 10 28 30 2
~ Subject 11 | 0 0 0
53 56 3




APPENDIX 7

SBLF-BfFICACY'FUNCTION

- 181

’Follow-up

Subject Pretest Difference
Treatment Group

Subject 1 69 69 0.00
Subject 2 94 99 4.45
Subject 3 78 92 14.44
Subject 4 33 26 - 7.77
Subject 5 59 41 -17.78
Subject 6 77 70 - 6.67
Comparison Group

Subject 1 86 31 -54.45
Subject 2 . 42 24 -17.78
Subject 3 - 47 . 58 11.11
Subject 4 S8 100 2.22
Subject 5 36 38 2.22
Subject 6 89 .90 1.11
Subject 7 96 97 1.11
Subject 8 49 49 0.00
‘Subject 9 42 79 .36.67
Subject 10 96 82 -13.34
Subject 11 91 100 8.89
Subject 12 94 63 -31.11
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Subject 12

'APPENDIX 8
BELF-EFFICACY BYMPTOMS

Subject ‘Pretest Follow-up Difference
Treatment Group
Subject 1 53 60 6.67
Subject 2 100 100 0.00
Subject 3 85 87. 1.67
Subject 4 33 42 8.34
Subject 5 50 45 - 5.00
Subject 6 77 77 0.00
Comparison Group
.Subject 1 100 20 -80.00
. Subject 2 50 35 -15.00
Subject 3 48 57 8.34
Subject 4 82 95 13.33
. Subject 5 50 32 -18.33
Subject 6 67 73 6.66
Subject 7 82 80 - 1.67
Subject 8 80 87 6.67
Subject 9 47 58 11.66
Subject 10 90 87 -03.33
Subject 11 100 . 67 -33.33

47 17 -30.00
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LF-EFFICACY PAIN

183

" Subject Pretest Follow-up Difference

Treatment Group

Subject 1 48 50 2.00
Subject 2 ~ 70 90 20.00 .
Subject 3 86 88 2.00
Subject 4 28 28 0.00°
Subject 5 46 26 -20.00
Subject 6 74 72 - 2.00
Comparison Group

Subject 1 100 16 -84.00
Subject 2 18 14 - 4.00
Subject 3 40 22 -18.00
Subject 4 90 100 10.00
Subject 5 32 36 4.00
Subject 6 76 74 - 2.00
Subject 7 68 80 12.00
Subject 8 62 76 14.00
Subject 9 48 62 14.00
Subject 10 72 74 2.00
Subject 11 86 86 0.00
Subject 12 32 12 -20.00
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Difference

Subject Pretest - Follow=-up

‘Treatment Group

Subject 1 41 37 - 4.00
Subject 2 35 39 4.00
Subject 3 25 - 27 2.00
Subject 4 51 55 4.00
Subject 5 54 - 46 - 8.00
Subject 6- 28 43 6.00
Comparison Group

Subject 1 48 42 - 6.00
Subject 2 40 39 - 1.00
Subject 3 45 54 9.00
Subject 4 35 24 -11.00
Subject 5 41 43 '2.00
Subject 6 30 38 8.00
Subject 7 35 41 6.00
Subject 8 33 37 4.00
Subject 9 30 44 14.00
Subject 10 36 31 - 5.00
Subject 11 33 37 4.00
Subject 12 35 51 16.00
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12 Summary Of methoOD'DDY ANC procedures {(Mus! De typewritten 1n this space).

This study will incorporate a randomized, -cross-over experimental design to measurs the
effectiveness of the independent variable (the ASMP). The design looks like the following:

€0 X €0
Target Population R .
co co X co

Subjects will be randomly assigned to either a control group which will not receive the
intervention, or an experimental group which will receive the ASMP. The course, consisting
of six two-hour sessions, will be given weekly. Four months later the control groupg will
receive the ASMP. To compensate for the treatment effect of giving the experimental group
the ASMP, the control group will receive a lecture on scleroderma. Tuwo lay-leaders who
have recelved a three day leader's tralnlng course and who have been certified as ASMP
leaders will, deliver the course.

Data will be collected by self-administered questionnaires issged at the first session.
Subjects will complete the guestionnaires and return them during the first session. Four
months later the subjects will be issued the same questionnaire.

The following instruments to be included in the questionnaire include the following:

Variabhle Measurement

Pain Visual Analogue Pain Scale (Dixon and Bird, 1981).

Disability Health Assessment Questionnaire (Fries et al., 1980).

Depression ' CES-D Scale (Radloff, 1977).

Quality of Life Modification of the Ladder Scale developed by Cantril,
(1965).

Self-Efficacy Arthritis Self-Efficacy Scale (Lorig et al., 1989).

Locus of Control Wallston's Health Locus of Control Scale

(Wallston et al., 1976).

JESCRIPTION OF POPULATION

13 How many subjects will be used? Thirty subjects in total will be used. (Fifteen in each group)
How many 1n the control group? Fifteen subjects in the control group will be used

14 Who s being recruited and what are the criteria for thetr selection?

Subjects who have scleroderma will be recruited for this study. The crlterla for

their selection will be that their diagnosis is sclercderma and that they volunteer for
the study. .
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1% whnat subjects will be excludeg from participation?

. Patients without scleroderma will be excluded from participation anc those
uho cannot speak English.

16 HOow are the subjects beitng recruited? (If (nit1a! contact {s by letter or (f a recruttment notice s
10 De posted. attach a copy.) NOTE thst UBC policy absolutely pronibits initial contsct by telephone

Subjects will be recruited by advertising the program in the Scleroderma Association
News Letter. Members of the association will also be asked to participate. Initial
contact will be by letter explaining the details of the study. [See appendix].

17 1f a control group is tnvolved. and (f their selection and/or recruftment dgiffers from the above.
provide detatls.

Recruitment of the control group will not be different from the above.

PROUECT DETAILS

18 Where will the project be conducted? (rcom or area)

It is expected that the project will be conducted at two community centres, naot yet
determined, in the greater Vancouver o.rea.

21 If the subjects are not competent to»g!ve'fu]ly'tnformed consent, who will consent on their behalf?

Not applicable.

22 what ts known about the risks and benefits o! the proposed research? Do you have additional opinions
on this issue?
This research offers no risks. 0On the contrary, it oFFers beneflts in the dlscovery af

self-efficacy theory in arthritis.

19 wno will actualily conduct the study?

A leader having scleroderma named Judy Hunter and UBC MSW student Jay Lees will be P
conducting the study under tha supervision of the Arthritis Society's Director of Social —t>
20 will the group of subjects have any problems giving informed consent on their own behalf? Consider
physical or mental condition, age, language, or oOther barrters.

Na.
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I23 What discomfort or {NCapacity are the subjects likely 10 e@nCure as a result of the experimental

procegures?

None.

24 1f monetary compensation 1§ to be offered the subjects. provide cetafls of amounts and payment

schedules.

Not applicable.

25 How much time wrll a sucject have to dedicate to the project?
The ASMP will be offered for six Weeks with classes being held one day or evening
per week for two hours. A total of twelve hours are offered over a six week period.

-

26 How much time will a member of the contrpl group ({f any) have to dedicate to the project?

Twenty minutes.

DATA ;

27 Who will have access to the data?
The only people who Will have access to the data include: . Patrlck NcGouan, Arthtltls’

Society Director of Social Work Services; Dr. Mary Russell, Commlttee Chalrperson For m

thesis; and Jay Lees, MSW Student. . s L

28 How will conficentiality of the data be matntained?
Confidentiality of the data will be maintained by assigning numbers to the subJect

questlonnalres in subditutlon for thelr names and 1dent1fy1ng lnfurmatlon.

research project, the data will be used -tg" Fulflll the.ch1ety
Detruction of the data will occur at the completlon o -the s Tid

tudy

30 ¥Will any data which {dentifies |nd|v(auals be
Un1ver31ty?
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CHECKLISTS page

31 will your prcyect use  (check)

CZS Questionnaires (submit & copy)

[:] Interviews (submit a sample of questions)
[ observations (submit s brief description)
0O

Tests (submit a brief description)

INFORMED CONSENT

32 who will consent? (check)
m Subject
[ parent/Guararan
) agency offictal(s)

In the case of projects carried out at other inft«tutions, the Committee requires written proof
that agency consent has been received. Please spez'fy below:

[J Rresearch carried out 1n a hospital - approval of hospital research or ethics committee.
[[] Research carried out in a school - approvel of School Board and/or Principal. (Exact
requirements depend on individual schoo! boards; check with Faculty of Education Committee

members for details)

Ej Research carried out 1n a Provincial Health Agency - approval of Deputy Minister

B3 otner. specity: B.o. Aerwrtis SocieTy

33 UBC Policy requires written subject consent (n 31l cases other than guestionnaires which are
completed by the sutiect. (see ftem #34 for consent requirements) Please check each item in the
following list Yt before submission of this form to ensure that tne written consent form attached contains
all necessary items.

Title of project

Igentification of tnvestigators (including & telephone number)’

Brtef but comple(e description IN LAY LANGUAGE of the purpose of theAprojoct
procesdures to be carrled out in which the subjacts are 1nvolv.d

Assurance that 1dent1ty of the subject will be kept confldent(al nnd descr!pt(on
this utll be lccompl!shed

,Stltenent of the total nmount cf time that u!l! be requircd ‘of l subj

Nla

Dctails of nono!ary compensation, {f any, to be off.r.d to’ subjectu.

An o!fcr to ansuer any inquiries concerning the procedures to ensure that they
unccrstood by !he subject and to provide debriefing tf .pproprlutc

H BOBE B M BN

A ttat.ment of tht subjoc('s r!ght to refuse to par\!cipat. or vl(hdrav at any
statement that witharawal or refusal to participate will not jeopardize fur the:
madical care or tnfluence class standing as -pp!icabl: NOTE This statement nus
0t contact. o : :

B

B N

Parental consent forms must contain a statement of choice
to participate. (e.g. ‘l consent/x do not consent to ny child‘s participnt!on 1
study.* L -

.
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34 Questionnaires sNOuld CoNtasn an 1NLroguctlory Paragrapn wnich incluces the following 1nformation.
>lease check each item 1n the following 15t pefore submission of tnNis form to insure that the
"ntroguction contains all necessary items. :

B vitie of project
loentification of investigators (incluarng 8 telepnone number )
A brief summary that indrcates the purpose of the project

Tre Denefits to be derived

A ful) gescription of the procedures to be carried out in which the subjects are tnvolved

N RHE

A statement of the subject’s right to refuse to participate or withadraw at any time
without jeopardizing further treatment, med:ca) care Or class standing as applicable
NOTE: This statement must also appear on explanatory letters fnvolving questionnaires.

the amount of time required of ihe subject must be stated

Te statement that 1f the questionnaire is completed 1t will e assumea that consent
nes been given

Assurance t-at 10entity Of the subject will be kept confidential anad cescription of how
this wil) be accomplisned. B
fFor surveys circulatec by marl submit a copy ©f the explanatory letter as well as a copy
of the qQuestionnaire b M

B B HH

ATTACHMENTS

35 Checu‘ items attached to this submission 1f applicaple. (incomplete submissions
Let;u‘- of ini1tial contact {i1tem 16) e
X aavertisement for volunteer subjecf: ‘(';tgn‘ 1‘6)
(A subject consent fora (1tem 33) - : _
Nie G Control group consent fora (",d.“ftﬂvfr'r'\t' ‘fvlrm;.‘bovﬁ)
M}’D Parent/guardian consent form (1fva.|.f-fe.r; t :fr:om.vnbove)
Agency consent ({tem 32) ‘
Msttonna\res, tests, intervievs, etc,
Explanatory letter with quesﬂonn'a.t_re {te:

Description of debriefing {f deception ji_vln_b

OOREH

"Ot'her‘-. specify:
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NAME (H1) Birthdate (H3)
Street Address (H14)
City, Province, Postal Code (H9)
" Telephone Number (Home) Sex (H4)
(Work)
Ethnic Origin (H3)
Pleaée circle the highest year of school completed. (HS)
123456 7891011 12 13 14 15 16 17 18 19 20 21 22 above 22
(primary) (high school) (college) (graduate school)
In what month and year did your arthritis begin? (H7)
The last time I saw a doctor for arthritis was
month year
Are you currently: (check only ggg) (H10)
1. __  simgle 4. ____;divorced
2. __ married 5. __ widowed
3. __separated
Are you: (check only one) (H1l)
1. ___ employed full time 5. ____ retired
2. __ employed part time 6. ___ disabled
3. __ seeking work 7. ___ other (describe)
4. ___;_hcmemaker
If employed, what kind of work do you de? (H12)
If retired, what kind of work did you do mostly? (H12)
What kind of arthritis do you have? (H16)

LEAVE

THIS AREA

BLANK

TORR

Pl date

2 medrec

H3 brthdat

H4

H5

Ho

H7

H10

H11

I3
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Physical Activities/Therapies for Arthritis

During the past month, on an average, how many times per week did you do
each of the following? Please f£ill in each space with a zero or other rumber.

Stretching exercise for arthritis to
improve joint movement. . . . . . . . . . e e times per week |s

Strengthening exercise for arthritis
to strengthen muscles ard joints. . . . . . . . . times per week |6

Practice relaxation techniques. . . . . . . . . . tunesperwee.k 151
List which ones:

MASSAGE. + o« v & o o o 4 v e e h e e e e e e ___ times per week |7
Walking for exercise. . « « v « v o« ¢ 4 4 . . times per week (8
Each time you walk for exercise, .
how many mimutes doyou walk? . . . . . . . . minutes 11
Each time you walk for exercise, :
how many blocks do you walk? . . . . . . . . blocks 14
Swimming (i.e., of lap swimming). . . . . e e times per week 9
Each time that you swim,
how many mimutes do you swim?. . . . . minmrtes 12
Bicycling (regular or stationary). . . . . . . . times per week 10

Each time that you bicycle,
how many minutes do you bicycle?. . . . . . minutes 13

PLEASE GO ON TO THE NEXT PAGE. . .




Please check the one response which best describes your usual abilities OVER THE

PAST WEEK:

RESSING & GROOMING
Are you able to: )
- Dress yourself, including
tying shoelaces and
doing buttons?

- Shampoo your hair?

ARTSING
Are you able to:
- Stard uwp from an armless
straight chair?

- Get in and out of bed?
EATING
Are you able to:

- Qut your meat?

- Lift a full cup or glass

to your mouth?

WALKING .
Are you able to:

- Walk cutdoors on flat ground?

- Clinb up five steps?

*PleasedieckanyAIIBQRlI.VICBSthatymusua]_lyuseforanybfdmeactivitis:

Cane

Walker
Crutches

Wheelchair

* Please check any categories for

Dressing & Grooming
Arising

-3 -
199

Without ANY With SOME With MUCH UNARLE
Difficulty Difficulty Difficulty to do

Devices Used for Dressing (button hook,
zipper pull, long-handled sheoe horn, etc.).

Built Up or Special Utensils
Special or Built Up Chair - .

Other (Specify: )

which you usually need HEIP FROM ANOTHER PERSON:
Eating
Walking

LEAVE :
THIS AREA
BLANK :

35

36

37

38




-4 - 200

Please check the one response which best describes your usual abilities OVER
THE PAST WEEK:

Without ANY With SGME With MUCH UNABLE
Difficulty Difficulty Difficulty to do

HYGIENE
Are you able to:
- Wash & dry your entire body?

~ Take a tub bath?

~ Get on and off the toilet?

REACH
Are you able to:

- Reach & get down a 5 pound
object (such as a bag of
sugar) from just above your
head?

- Berd down to pick up clothing
fram the floor?

GRTP
Are you able to:
- Open car doors?

- Open jars which have been
" previously opened?

- Turn faucets on and off?

ACTIVITIES
Are you able to:
- Run errards ard shop?

- Get in and out of a car?

- Do chores such as vacuuming
and yardwork?

* Please check any AIDS CR DEVICES that you usually use for any of these activities:

Raised Toilet Seat Bathtub Bar
Bathtub Seat Long-Handled Appliances for Reach

____ Jar Opener (for jars

I.ong—Harxiled Appliances in Bathroom
previously cpened)

Cther (Specify: )
* Please check any categories for which you usually need HELP FROM ANOTHER PERSON:

____ Hygiene » Gripping ard Opening Things.
—_ Reach Errands and Chores
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How many arthritis and related visits did you make for routine check-ups? (That
is, the doctor suggested the visit.) Do not include visits while in the
hospital.

In the past 4 months
How many arthritis and related visits did you make for a specific problem?
(That is, you made the appointment without the sugge.stlon of your doctor.)

In the past 4 months
Weaxeinteratedinlearnjngwhetherormtyouareaffectedbypam
because of your illness. Please mark an X on the line below to describe your

arthritis pain in the recent past.
Pain as bad No

asc:::u.‘LdbeLﬁ 1
SEVERE MODERATE SLIGHT!'

Take a mamertt and think of the best possible life and the worst possible
life. Now, on the line below, place an X to indicate where your life is now.

Worst Best

possible _ possible
life ; life

We would like to know how confident you are in performing certain daily
activities. For each of the following questions, please circle the ramber which
correspards to your certainty that you can perform the tasks as of now without
assistive devices or help from ancther person. Please cansider what you
routinely can do, not what would require a single extraordinary effort. Here is
an example of the way sameone might answer the question:

: EXAMPTE
AS OF NOW, HOW CERTAIN ARE YOU THAT YOU CAN:

Dial a telephone in 10 secords:

I | I l | I | i |
10 ﬂ 30 40 50 60 70 80 20 100
very moderately very

uncertain certain certain

This person is uncertain that she could dial a telephone in 10 secords.

Now, please answer the following questions using the same format....

47
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AS OF NOW, HOW CERTAIN ARE YOU THAT YOU CAN:

1.

-6 -
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Walk 100 feet on flat ground in 20 secords?

I ] | | I [ I I I

10 20 30 40 50 60 70 80 90 100
very moderately very
uncertain . certain certain

Walk 10 steps downstairs in 7 secords?

[ | | l I I I | | I

10 20 30 40 50 60 70 80 90 100
very moderately very
uncertain _ certain certain

Get cut of an armless chair quickly without using your hands for support?

I | I | | I I I I I

10 20 30 40 50 60 70 80 90 100
very moderately. very
uncertain . certain certain

Button and unbutton three medimn;size buttons in a row in 12 seconds?

I | | I | | I | l {

10 20 30 40 S0 60 70 | 80 90 100
very moderately very
uncertain certain certain

Cut 2 bite-size pieces of meat with a knife and fork in 8 secords?

I | | I | 8 | | | |

10 20 30 40 50 60 70 80 90 100
very moderately . very
uncertain . certain certain

Turn an outdoor faucet all the way on and all the way off?

| I I I I I I l [ I
10 20 30 40 50 60 70 80 S0 100

very moderately very
uncertain certain certain
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AS OF NOW, HOW CERTAIN ARE YOU THAT YOUR CAN...

7. Scratch your upper back with both your right and left hards?

10 20 30 40 50 60 70 80 90 100
very moderately very
uncertain , certain certain

8. Get in ard cut of the passenger side of a car without assistance from
ancther person and without physical aids?

10 20 30 40 50 60 70 80 90 100
very moderately very
uncertain certain certain

9. Put on a long-sleeve front opening shirt or blouse (without uttoning) in 8

secords?

| | I | I o ] | |
10 20 30 40 50 60 70 80 90 100
very moderately very
uncertain certain ) cartain

In the following questions we'd like to know how you feel about your
ability to control your arthritis. Far each of the following questions please
cuclethemmbermdlcorra;paﬂswlththecertamtyﬂmtywcznmaperfam
the following activities or tasks.

1. How certain are you that you can control your fatigue?

‘10 20 30 40 50 60 70 80 S0 100
very moderately very
uncertain certain certain

2. How certain are you that you can regulate your actxvmy so as to be active
without aggravating your arthritis?

10 20 30 40 50 60 70 80 90 100
very - moderately very
uncertain certain certain

LEAVE ;
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affects you. For each of the following questions please circle the mmber which
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Howcertama.reyouthatyoucandosomethlngtohelpyourself feel better
if you are feeling blue?

10 20 30 40 50 60 70 80 90 100
very moderately very
uncertain certain certain

As campared to other pecple with arthritis like yours how certain are you
that you can manage arthritis pain during your daily activities?

10 20 30 40 50 60 70 80 90 100
very moderately very
uncertain certain certain

How certain are you that you can manage your arthritis symptams so that you
can do the - things you enjoy doing?

T ] | ] | 1 | | | l

10 20 30 40 50 60 70 80 90 100
very moderately very
uncertain certain certain

How certain are you that you can deal with the frustration of arthritis?

1 1 1 | | | |

10 20 30 40 50 60 70 80 S0 100
very moderately very
uncertain certain certain

In the following questians, we'd like to know how your arthritis pain

correspands to your certainty that you can now perform the following tasks.

1.

How_certain are you that you can decrease your pain quite a bit?

10 20 30 40 50 60 70 80 90 100
very moderately very
uncertain certain certain
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How certain are you that you can contirue most of your daily activities?

| | I | I l l l |

10 20 30 40 50 60 70 80 S0 100
very moderately very
uncertain certain certain

How certain are you that you can keep arthritis pain from interfering with
your sleep? ‘

[ [ | | [ I [ | R

10 20 30 40 50 60 70 80 90 100
very moderately . very
uncertain certain certain

How certain are you that you can make a small-to-moderate reduction in your
arthritis pain by using methods other than taking extra medication?

| ! l | I | I | | b

10 20 30 40 50 60 70 80 S0 100
very moderately very
uncertain certain certain

How certain are you that you can make a large reduction in your arthritis
pain by using methods other than taking extra medication?

10 20 30 40 S0 €0 70 80 90 100

very moderately very
uncertain certain certain

Please go an to the next page...
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Below is a list of some of the ways you may have felt ar behaved. Please
indicate how often you have felt this way during the PAST WEEK by checking the
appropriate space.
Rarely or Same or a Occasionally All of
none of little of or a the time
the time the time moderate
(less than (1-2 days) amount of (5-7 days)
1 day) time
(3-4 days)
1. I was bothered by things )
that usually don't bother me.

2. I did not feel like eating;
my appetite was poor.

3. I felt that I could not shake
off the blues even with the
help fram my family.

4, I felt that I was just as good
as other pecple.

5. I had trouble keeping my mind
on what I was doing.

6. I felt depressed.

7. I felt that everything I did
was an effort.

8. I felt hopeful about the
future.

9. I thought my life had been a
failure.

10. I felt fearful.

11. My sleep was restless.

12. I was happy.

13. I talked less than usual.

14. I felt lonely.

15. People were unfriendly.

16. I enjoyed life.

17. I had crying spells.
18. I felt sad.

19. I felt that pecple disliked
me.

20. T could not get "going".
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Indicate your agreement or disagreement with the followxng
items by circuling the number for each item that corresponds to
your response according to the following key:

Strongly Disagree
Disagree Moderately
Disagree Somewhat
Agree Somewhat
Agree Moderately
Strongly Agree

NN o N

Scale Items:

10.

11.

If 1 ;ake-care of myself, I can avoid illness.

Whenever I get sick it is because of something
that I've done or not done.

Good health is largely a matter of good
fortune.

No matter what I do, if I am going to get
sick 1 will get sick.

Most people do not realize theextent to which
their illnesses are controlled by accidental
happenings.

I can only do what my doctor tells me to do.

There are so many. strange diseases around that
you can never know how or when you might pick
one up.

When I feel ill, I know it is because I have
not been gettlng the proper exercise or eatlng
right.

People who never get sick are just plain lucky.

People's ill health results from their own
carelessness.

I am directly responsible for my health.
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FOR FACH GROUP.) .
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Aspirin/Aspirin-Like Product

Aspirin, Bufferin, Ascriptin, Anacin, Excedrin,
Ecotrin, Empirin, Trilisate, Dlsa.lc1d other aspirin <
Tylenol, cother acetaminophen = = = == = = = = = - - - YES. NO

I~
o

Nonsteroidal Anti-inflammatory
Advil, Anaprox, Ansaid, Butazolidin, Clinoril, Dolobid,
Feldene, Ibuprofen, Indocin, Meclamen, Motrin, Nalfon,

Naprosyn, Nuprin, Orudis, Rufin, Tandearil, Tolectin,
Tolmetin, Voltaren — = = = = = = = = = = = = = = = = « YES NO

Immunosuppressive Agents

Auronofin, Ridaura, (oral gold) v
Gold injections, Myochrisine, Solgonal - = - - - = = = YES NO

Penicillamine, Quprimine, Depen = = = = - — = = = = - YES

8

Plaquenil, Hydroxychloroquine = - =~ ~ = = - = = - - YES NO
Chemotherapeutic Agents

Imuran, Cytoxan, Azathicprine, Cyclophosphaxude
Methotrexate = = = = = = = = = == = = - = > =« = - - - YES NO

Steroids
Predniscne, Cortisone, Hydrocortisone, Decadron - - - YES NO
Cthers for Arthritis

Darven, Darvocet, Codeine, Percodan, Percocet, Talwin,
Dilaudid, Vicodin- = = = = = = = = = = = = = = = = =« & " YES NO

List on the line any others: YES NO

THANK YOU !

PLEASE CHECK BACK TO MAKE SURE THAT ALL PAGES ARE CCMPLETE

PLEASESHAREANYADDITIONALI?K])GHSCRGRJCE@BQJMMOFMSPAGE
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- NAME

Address .

Telephone Number (Home) (Work)

Of the 6 Arthritis Self-Help classes, how many did you atterd?

Physical Activities/Therapies for Arthritis
During the past mnth, on an average, HOW MANY TIMES PER WEEK did you do each
of the following? Please fill in each space with a zero ar other rumber.

Stretching exercise for arthritis to
improve joint movement. . . . . . . . 0 . .. . » times per week

Strergthening exercise for arthritis
to strengthen muscles and joints. . . . . . . . times per week

Practice relaxation techniques. . . . . . .. .. times per week

List which ones:

e e times per week

Walking for exercise. . . . . . . .« . . . times per week

Each time you walk for exercise,

how many mimutes doyou walk? . . . . . . . minutes

Each time you walk for exercise, ’

how many blocks doyouwalk? . . . . . . . . blocks
Swimming (i.e., of lap swimmirg). . . . . . . . times per week

Each time that you éwim,

how many minutes do you swim?. . . . . . . . nminutes
Bicycling (regular or statiecnary). . . . . . . . o times per week

Each time that you bicycle, ‘

how many minutes do you bicycle?. . . . . . minutes

LrAVE
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Pleasedméckﬂmmmponsewdmbestdmib&smusualabnitiswmm
PAST WEEK:

Without ANY With SOME With MUCH UNABLE
Difficulty Difficulty Difficulty to do

CRESSING & GROOMING
Are you able to:
- Dress yourself, including
tying shoelaces and
doing buttons?

=~ Shampcoo your hair?

ARTISING
Are you able to:
= Stard up from an armless
straight chair?

- Get in and out of bed?

EATING )
Are you able to:
- Cut your meat?

- Lift a full cup or glass
to your mouth?

WALKING
Are you able to:
~ Walk outdoors on flat grourd?

- Climb up five steps?

*Pleased:edcanymmmc:ﬁstbatywus.lanyusefcxranyoftlmeactiviti&:

Cane Devices Used for Dressing (button hook,
Zipper pull, long-handled shoe horn, etc.)

Walker Built Up or Special Utensils

Crutches Special or Built Up Chair

» Wheelchair Other (Specify: )

* Please check any categaries for which you usually need HEIP FROM ANOTHER PERSON:
Dressing & Groaming Fating
Arising Walking
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Please check the cne response which best describes your usual abilities OVER
THE PAST WEEK: :

Without ANY With SCME with MUCH UNABLE
Difficulty Difficulty Difficulty to do

HYGIENE
Are you able to:
~ Wash & dry your entire body?

-= Take a tub bath?

- Get on and off the toilet?

REACH

Are you able to:

- Reach & get down a 5 pourd
cbject (such as a bag of
sugar) from just above your
head?

~ Bend down to pick up clothing
fram the floor?

GRIP
Are you able to:
-~ Open car doors?

- Open jars which have been
previocusly opened?

- Turn faucets on anmd off?

ACTIVITIES
Are you able to: ’
- Run errards and shop?

- Get in ard out of a car?
A

- Do chores such as vac:.mmin;'
and yardwork?

*Pleasedieckanyh]]ﬁ(l!ll\ﬂﬂxatymusnllyuse for any of these activities:

Raised Toilet Seat Bathtub Bar
Bathtub Seat Lang-Hardled Appliances for Reach
Jar Opener (for jars Lorg-Hardled Appliances in Bathroom

previously opened)
Other (Specify: )

+ Please check any categaries far which you usually need HEIP FROM ANOTHER PERSON:

Hygiene Gripping and Opening Things
Reach Errards ard Chores
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How many arthritis and related visits did you make for routine check-ups? (That
is, the doctor suggested the visit.) Do not include visits while in the
hospital.

In the past 4 months

How many arthritis and related visits did you make for a specific problem?
(That is, you made the appointment without the suggestion of your doctor.)

In the past 4 months

We are imterested in learning whether ar not you are affected by pain
because of your illness. Please mark an X on the line belew to describe your
arthritis pain in the recent past.
Pain as bad No
as could be L —1 pain
SEVERE MODERATE SLIGHT'

Take a momerit and think of the best possible life amd the worst possible
life. Now, on the line below, place an X to indicate where your life is now.

Worst : Best
possible ‘ possible
life — | life

We would like to know how confident you are in performing certain daily
activities. Far each of the following questions, please circle the mmber which
correspands to your certainty that you can perfarm the tasks as of now withaut
assistive devices or help frum ancther person. Please consider what you
routinely can do, not what would require a simgle extraordinary effort. Here is
an example of the way sameone might answer the question:

EXAMPLE
AS OF NOW, HOW CERTAIN ARE YOU THAT YOU CAN:

Dial a telephone in 10 seconds:

! | [ { { | [ | [

10 W 30 40 50 60 70 80 90 100
very moderately very
This person is uncertain that she could dial a telephone in 10 secords.

Now, please answer the following questions us:.rg the same farmat....
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AS OF NOW, HOW CERTAIN ARE YOXJ THAT YOU CAN:

1.

Walk 100 feet on flat ground in 20 seconds?

1 1 11 1 1 7

10 20 30 40 50 60 70 80 90 100
very moderately very
uncertain certain certain

Walk 10 steps downstairs in 7 seconds?

I | | I I I I | | I

10 20 30 40 50 60 70 80 S0 100
very moderately : very

uncertain - certain certain

Get out of an armless chair quickly without using your hands for support?

I ! | | | | | ] | I

10 20 30 40 S0 60 70 80 90 100
very moderately very

uncertain certain certain

Button and unbutton three medium-size buttons in a row in 12 secords?

| | | I | I I I I |

10 . 20 30 40 50 60 70 80 90 100
very moderately very

\

Cut 2 bite-size pieces of meat with a knife and fork in 8 secords?

I | I | | 1o I l I

10 20 30 40 50 60 70 80 90 100
very moderately very
uncertain certain certain

Turn an ocutdoor faucet all the way on ard all the way off?

| | I [ ! [ | | { {
10 20 30 40 50 60 70 80 90 100

very moderately very
uncertain - certain certain
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AS OF NOW, HOW CERTAIN ARE YOU THAT YOUR CAN...
7. Scratch your upper back with both your right and left hands?
| I | I | | | | - |
10 20 30 40 S0 60 70 80 90 100 89
vexry moderdtgly very :

uncertain certain certain

8. Get inarﬂwtofthepassengersideof'acarwithoutassis‘tm\oe from
another perscn and without physical aids? A

| ! I I | | I I I |

10 20 30 40 50 60 70 80 90 100 90
very moderately very

uncertain ~ certain , certain

9. Put on a long-sleeve front opening shirt or blouse (without buttoning) in 8
secards?

| I [ | | I I I I I

10 20 30 40 S0 60 70 80 90 100 91
very . moderately very

sh¥
it

In the following cquestios we'd
ability to control your arthritis. Far
circle the mmber which carrespaxds with
the following activities or tasks.

1. How certain are you that you can cantrol your fatigque?

| ] | N | I I I ]

10 20 30 40 - 50 60 - 70 80 90 100 ' 92
very moderately very
uncertain certain certain

2. How certain are you that you can regulate your activity so as to be active
without aggravating your arthritis?

10 20 30 40 50 60 70 80 90 100 93
very . moderately very
uncertain certain . certain
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3. Howcertamareymthatymcandosanethln;tohelpymrse_lffeelbetter
if you are feeling blue?

1T 1 | | | | T

10 20 30 40 S0 60 70 80 90 100
very ) moderately very
uncertain certain certain

4. As carpared to cother people with arthritis like yours how certain are you
that you can manage arthritis pain during your daily activities?

| | - | | | | | |

10 20 30 40 50 60 70 80 90 100
very moderately very

uncertain certain certain

S. How certain are you tymcanmamgeymrarthrltlssynptmssotlmtym
can do the things you enjoy doing? -

I | | I I I I I I |

10 20 30 40 50 €0 70 80 90 100
very moderately very
uncertain certain certain

6. How certain are you that you can deal with the frustration of arthritis?

| I I | [ | I | I |

10 20 30 40 50 60 - 70 80 90 100
very moderately very
uncertain certain certain

In the following questions, we'd like to know how your arthritis pain
affects you. For each of the following questions please circle the ramber which
carrespards to your certainty that you can now perform the following tasks.

1. How certain are you that you can decrease your pain quite a bit?

10 20 30 40 S0 60 70 80 90 100
very moderately very
uncertain certain . certain

womve
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How certain are you that you can contimue most of your daily activities?

10 20 30 40 S0 60 70 80 90 100
very moderately very
uncertain certain certain

How certain are you that you can keep arthritis pain from interfering with
your sleep? .

[ I I I I I | | I I
100

10 20 30 40 50 €0 70 80 90
very moderately very
uncertain certain certain

How certain are you that you can make a small-to-moderate reduction in your
arthritis pain by using methods other than taking extra medication?

10 20 30 40 S50 60 70 80 S0 100
very moderately very

How certain are you that you can make a large reduction in your arthritis
pain by using methods other than taking extra medication?

10 20 30 40 50 60 70 80 S0 100
very moderately very
uncertain certain certain
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Below is a list of same of the ways you may have felt ar behaved. Please
indicate how often you have felt this way éuring the PAST WEEK by checkdng the
Rarely or Same or a Occasionally All of
ncne of little of or a . the time
the time . the time moderate
(less than (1-2 days) amount of (5-7 days)
1 day) time
’ ) (3-4 days)
1. I was bothered by things
that usually don't bother me. - - - - 105
2. I did not feel like eating;
my appetite was poor. - - - - 106
3. I felt that I could not shake
off the blues even with the
help from my family. — - 107
4. I felt that I was just as good
as other people. 108
5. I had trouble keeping my mind
on what I was doing. 109
6. I felt depressed. 110
- 7. I felt that everything I did _
was an effort, ‘ 111
8. I felt hopeful about the
future. - - 112
9. I thought my life had been a
failure. 113
10. I felt fearful. : ' 114
11. My sleep was restless. 113
12. I was happy. 116
13. I talked less than usual. ) - 117
14. I felt lonely. - : 118
15. People were unfriendly. . ' 119
16. I enjoyed life. - 120
17. I had crying spells. _ _ 121
18. I felt sad. _ - 122
19. I felt that pecple disliked - 122
me.
20. I could not get "going"'. - - 126
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Indicate your agreement or disagreement with the following
items by circuling the number for each item that corresponds to
your response according to the following key:

Strongly Disagree
Disagree Moderately
Disagree Somewhat
Agree Somewhat
Agree Moderately
Strongly Agree

NN B NS e

Scale Items:
1. If I take care of myself, I can avoid illness. 1 2 3 4

2. Whenever 1 get sick it is because of something
that I've done or not done. 1 2 3 4

3. Good health is largely a matter of good
fortune. 1 2 3 4

4. No matter what I do, if I am going to get
sick I will get sick. . 1 2 3 4

S. Most people do not realize theextent to which
their illnesses are controlled by accidental

happenings. 1 2 31 4
6. I can only do what my doctor tells me to do. 1 2 3 4
7. There are so many strange diseases around that

you can never know how or when you might pick

one up. 1 2 3 4

8. When 1 feel ill, I know it is because I have

not been getting the proper exercise or eating

right. ) . ’ 1 2 3 4
9. People who never get sick are just plain lucky. 1 2 3 4

10. People's ill health results from their own
carelessness. 1 2 3 4

11. I am directly responsible for my health. ' 1 2 3 4
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What medications are you taking for your arthritis? (Please circle YES or NO
FCR FACH GROUP.) :

Aspirin/Aspirin-Like Product 1 0

Aspirin, Bufferin, Ascriptin, Anacin, Excedrin,
Ecotrin, Empirin, Trilisate, Disalcid, other aspirin
Tylenol, other acetaminophen - - - - - - m e -- YES NO

Nonsteroidal Anti-inflammatory
Advil, Anaprox, Ansaid, Butazolidin, Clinoril, Dolcbkid,

Feldene, Inuprofen, Irdocin, Meclamen, Motrin, Nalfon,
Naprosyn, Nuprin, Orudis, Rufin, Tardearil, Tolectin,

Tolmetin, Voltaren = = = = = = = = = = = = = = = = = - YES MO
Immmosuppressive Agents

Auronofin, Ridaura, (oral gold)

Gold injections, Myochrisine, Solgonal = = = = = = = - YES NO

Penicillamine, Cuprimine, Depen = - = = = = = = = = = YES NO

Plaquenil, Hydroxychloroquine = = = = = = = = = - = = YES NO

Chemotherapeutic Agents

Imiran, Cytoxan, Azathioprine, Cyclophosphamide,
Methotrexate = = = = = = = = = = = = = = - - o - -« — YES NO

Steroids
Prednisone, Cortiscne, Hydrocortiscne, Decadron - - - YES NO
Others for Arthritis

Darven, Darvoecet, Codeine, Percodan, Percocet, Talwin,
Dilaudid, Vicodin= = = = = = = = = = = = = = = = = - - YES NO

List on the line any others: YES NO

THANK YOU !

PLFASE CHECK BACK TO MAKE SURE THAT AIL PAGES ARE COMPLETE

PLEASE SHARE ANY ADDITIONAL THOUGHTS OR CONCERNS ON THE BACK OF THIS PAGE
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APPENDIX 20

THE EFFECTIVENESS OF AN ARTHRITIS SELF-MANAGEMENT PROGRAM WITH A
POPULATION OF PERSONS WITH SCLERODERMA :

Purpose of
Question

QUALITATIVE INTERVIEW SCHEDULE

Question

1. To determine

external influences

and major life
events.

2. To determine
what the partic-
ipant like best.

3. To determine
what the partic-
ipant did not
like about the
program.

4. Impact of ASMP
managing
scleroderma.

5. Impact of ASMP
managing life
in general.

6. Feelings
regarding the
process; the
~difference
between didactic,
to information
giving, to

Think about the course in general,

So tell me, how have you been doing lately?
How has life been treating you in general?

When you think back to the things that we did
in the course over the six sessions, what did
you like the best about the course? What is
the one part that you liked best of all, better
than anything else? In other words, if you
could only attend one or two sessions, which
sessions would they be? .Why?

and if you
had to change one or two parts of the Arthritis
Self-Management Program, wh1ch parts would you
change and why?

Are there anythings from the course that you on
found helpful in managing your scleroderma?

Is there anything from the course that helps
you manage your life in general?

Remember how the course was organized? Either
Judy or I would give a little, short talk and
then open up the topic for discussion with the
rest of the people taking the course. In
addition to group discussions we also asked
for individual participation where you would
give us some feedback. Also, we would
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Purpose of
Question - Question
participation. sometimes bralinstorm some ideas. We generally

7. Impact/use of
stress management.

- 8. Doctor/patient
communication.

9. Problem solving.

10. The ASMP's
influence on

how the partic-
ipants feels that
they can control
the management

of their
scleroderma.

11. Usefulness
of ASMP to the
participant.

would sit at the table and go around to get
everyone's ideas. What did you think about
this organization?, that is, the way everyone
was involved? '

In the course we talked ‘about the stress,
depression, and pain cycle and how one thing
seems to lead to another. Also we talked about
how we could reduce this stress in this cycle
or break it entirely. We came up with some
ideas on how to break the cycle. Have you used
any of these methods and do they seem to be

~working?

Remember we talked about doctor/patient
communication and some of the things we could
do to make this better. Do you think that any
of these ideas improve the way you talk to your
doctor? If so, which ones? Have you tried any
of them?

Remember we did a session on problem solving
and the steps we followed. Have you been able
to use this process with any of your problems
so far? If no, do you think that you could use
the steps sometlme in the future?

Now that you have taken the Arthritis Self-

Management Program, do you feel that you have

more control over the management of your
arthritis? :

Again, now that you have taken the course, do
you think people with scleroderma or some other
type of arthritis would benefit from taking the
course? Do you think that spouses or other
family members would benefit from taking the
course and why?
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Purpose of
Question

Question

12. A chance to
say something

the course

that I have not
asked them so far.

Those are all the questions that I wanted to
ask you. Is there anything that we have about
missed? Is.there anything that we should talk
about more or add? Anything at all?

THANK YOU VERY MUCH FOR YOUR INPUT AND

FEEDBACK. IT WILL BE OF GREAT HELP TO ME AND

- THE ARTHRITIS SOCIETY. .
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