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ABSTRACT

ln recent years, the concepts of health planning,

invoìving the stages of needs assessment and identification'

program planning, and program evaluation have received

increased attention by the health services del ivery network,

including the voluntary heaìth agency. This needs identifi-

cation study, conducted in conjunction with the Patient

Services Program of the Hanitoba Division of the l'luìtipìe

Sclerosis Socíety of Canada has been undertaken in response

to this interest in co-ordinated health planning approaches

by voluntary health agencies. lts purpose ís to determine

the physicaì, social, and emotional needs of persons with

muìtipìe scìerosis and their fami I ies as they exist in

specific geographic regions of the Province of lianiioba.

An extensive needs identification questionnaire was

di stributed by mai I to a sample of two hundred i ndividuaìs

randomly selected f rom the patient list of the l'lultiple

Sclerosis Society of Canada. The sample was stratìfied

geographicalìy in order to be representative of the patient

population throughout the province. One hundred and

nineteen responses were received and utiìized in this

analysis.
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The results demonstrated that for the majority of

respondents, physical and sociaì needs were adequately met

by the i r own persona I resources and commun i ty serv i ces.

Essential community services were availabìe and accessible

to the majority of respondents in all geographic regions of

the prov i nce.

Fami ly members appeared to be major sources of

emotional support for the person with multipìe sclerosis.

ln addition, fami ly members played a major role in assisting

the person with multiple scìerosis in activities of dai ly

living, if required. However, despite the supportive roìe

played by the fami ly, for those persons whose condition

I imited their activities and brought with it an uncertain

future health statusr positive adjustment was less common,

and higher anxiety ìevels were apparent.

ln generaì terms, the majority of respondents were not

in need of additional educational, informationaì, or social

support services by the I'luìtiple Sclerosis Society.

However, specific target groups such as young or singìe

persons with multipìe scìerosis expressed an interest in

services directed at their unique needs. ln addition, the

maj or i ty of respondents were suppor t i ve of more i ntens i ve

educational efforts by the l'lultiple Sclerosis Society

directed at the general publ ic, health professionaìs, and

business and industry in order to improve the awareness of

these groups concerning the needs and rights of persons with

multiple sclerosis.
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Chapter I

I NTRODUCT I ON

ln the Canadian population, multipìe scìerosis is one

of the most common neurologicaì diseases affecting the

centraì nervous system.r lt is usually diagnosed in young

aduìts, between the ages of 20 to l+0 years, although it is

also found in younger and older age groups (t4ultipìe

Scìerosis Society of Canada, Ontario Division' ì982). This

time of onset in early adulthood is particularly significant

since it occurs at the height of the reproductive and wage

earning years. As a result, the disease not only has an

impact on the person with multiple sclerosis, but aìso on

his/her f amily.

The disease is not generai iy consicjereci io be fataì 
'

aìthough it fol lows a course that varies substantiaì Iy from

person to person. I n approximately one-thi rd of those

afflicted, the disease follows a progressive, debilitating

course. A further one-third have a sìowly progressing form

of the disease, while the remainder of those with multiple

sclerosis may have minimaì symptoms or be aìmost symptom-

free. ln general, periods of exacerbation and remission may

occur over many years after the initial episode, bringing

r Refer to page 25 for further description of the condition.
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uncertainty to the person with muìtiple sclerosis and the

fami ly who cannot predict if mi ld di sabi I i ty or deter iora-

tion to a state of severe physical and/or psychological

impairment wi I ì occur in the future. For this reason,

pavtou, Johnson and Lefebvre ('|979) suggest that mul ti pìe

sclerosis might weì l be termed a "long term crisisrr rather

than a chronic i I lness. The impì ications for the person

with multipìe sclerosis and his/her family have been

succi nctly outì i ned by llatson and Brooks (.ì977) who state:

The nature of multiple sclerosis not only calls for
an ini tial social-psychoìogicaì adjustment but may

a ì so requ i re a cont i nua I process of readj ustment due

to the erratic appearances and disappearances of
symptoms (p. 2\5).

The nature of the disease, then, suggests that a

co-ordinated network of support services in a wide variety

of areas wouìd be of value to the person with multiple

sclerosis and his/her family in deaìing with the physical'

social and emotional adjustments required by the disease

(Slater, l980). ln designing and developing programs and

services to address the unique stress of muìtiple sclerosis,

modeìs of coping that take into consideration these

adjustment difficulties and the long-term nature of the

stress have been given increased attention (Pavìou, Johnson,

and Lefebvre, 1979) .

The problem of managing persons with multiple

sclerosis requires, then, not only medical, but pyscho-so-

cial support networks. Slater (.l980) suggests that
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voluntary agencies have a major role to pìay in the

continuum of care to persons with multiple sclerosis and in

co-ordinaLing services for the complex problem-solving

required by pat¡ent and fami ly.

ln line with this emphasis on coping models and the

role of the voìuntary agency in coordinating a support

services network, the Patient Services Program of the

l,lanitoba Division of the l-1uìtiple Sclerosis Society of

Canada has undertaken a study to identify the needs of

persons with muìtiple scìerosis and their fami I ies through-

out the Prov i nce of I'lan i toba.

Statement of Prob I em

It is a wideìy held view that only limited information

is avaiìable concerning the social and psychoìogical needs

of persons with multipìe sclerosis and their families

(Arnaud, 1959; Braham et al., 1975t lliles, 1979; Scheinberg,

1979; flultipìe Sclerosis Soc¡ety of Canada, 0ntario

Division, 'l982). The majority of population studies have

focussed on establishing prevalence figures (Bennett et al.,

1977) and on the physical and medical needs of persons with

multiple sclerosis. l./here psychiatric studies have been

performed they generaì ly empìoyed only very smal I sample

sizes and are now out-of -date (l'latson and Brooks, 1977). A

recent report on the psycho-social care of persons with

multiple scìerosis and their fami l ies prepared by the

llultiple Sclerosis Soc¡ety of Canada, 0ntario Division
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(ì982) suggested that more attention is given to the

physical aspects of multiple sclerosis than to the emotional

and cogni tive aspects of the condi tion. A needs assessment

survey of persons with multipìe scìerosis conducted in

0ttawa,0ntario in l97l*-1975, stated that: "Little is known

about this group as a whole regarding their leveì of

functioning, their use of community resources' their unmet

needs and other information needed to pìan appropriate

services" (Bennett et aì., 19772 l4l) .

This study has been undertaken to provide answers to

these questíons of unmet physical, social and emotionaì

needs and use of community resources as they reìate to

persons with multiple sclerosis and their fami ì íes in the

Prov i nce of Han i toba.

Rat i ona ì e for the Studv

The Patient Services Program of the llanîtoba Division

of the l'luìtipìe Sclerosis Society of Canada has the

folìowing major foci: education, liaison and co-ordination,

resource development, and advocacy. The education function

involves provision of information to persons wi th multiple

sclerosis to aid them in heìping themseìves; information

dissemination to heaìth professionaìs concerning the needs

of persons with muìtipìe sclerosis; education of famiìies'

the general pubì ic, business and industry about multiple

sc I eros i s; and the prov i s i on of resources to meet these
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educational needs. The ìiaison and co-ordination function

involves liaison with a variety of health service agencies;

assisting persons with multiple sclerosis in obtaining

services within their communityi and establ ishing Chapters

throughout the Prov i nce of l'lan i toba and co I laborat i ng wi th

these and other health agencies and groups. The resource

development role invoìves identifying human and material

resources which may be useful in meeting the needs and

rights of persons with muìtiple sclerosis; identifying

resources for the training of volunteers and professionals

working with persons with multiple sclerosis; developing

human resources through training programs and workshops; and

deveìoping material resources for education, pubì ic

reìations, and information. The advocacy roie entai ìs

interceding on behalf of persons with multiple sclerosis,

and advocat i ng the needs and r i ghts of persons wi th muì t i pl e

sclerosi s, i n the areas of employment, transportation,

health services and overall qual ity of ì ife (Terms of

Reference, Patient Services Committee, f'lultiple Scìerosís

Society of Canada, llanitoba Division, 1982).

These four foci are addressed to some extent in this

needs identification study in order to assist the Patient

Services Program in pursuing their objectives. Education

and resource development functions are directly targeted in

this study. Liaison, co-ordination, and advocacy roles are

addressed indirectly as a resuìt of the methodology and

conc I us i ons of the study.
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Slater (1980) suggests that three areas must be

considered in any practical strategy designed to provide

effective services targeted at the individual needs of

persons with chronic disabilities and their families. These

areas include:

ì. A system for ongoing information retrieval upon which

dec i s i ons can be made;

2. A system that assures organ i zat i ona I I i nkages between

medicaì professionals, social professionals, and

tra i ned vo I unteers ¡ and

3. A system to prov i de econom i c i nformat i on and

ass i stance.

Th i s study addresses these areas, wi th part i cul ar

attention to the information function. Slater (.l980)

suggests that six inventories of information form the basis

of the i nformat i on requ i rement . These are: records of

patient needs and disabi I ity ratings; rosters of services

avai ìable from government and private agencies in each

community or region; the avaiìability and qualifications of

lay and professional personnel; the settings in which

patients and fami I ies are ìocatedi economic reimbursement

arrangements avai labie to each fami ìy; and the organization-

al arrangements that can draw together the above categories

of information to develop an effective system. lf Slater's

strategy for the deve I opment of effect i ve I y co-ord i nated

services is accurate, this needs identification study can be

viewed as a preliminary step fuìfiìling, in particular, the
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information requirement of his model. Further enhancing the

uti I ¡ty of the model in rational izing this study is Slaterrs

attention to the role of the voluntary agency. He states:

To meet this need for ì inkages among services in
order to assure a continuum of case, voluntary
groups have a long social history and are thoroughìy
embedded in the sociaì fabric for the purpose of
orchestrating help to soìve problems of various
types (p. 4l).

Wi th particular reference to muì tiple sclerosis,

Slater (1980) is supportive of the roìe played by the

l'lultiple Scìerosis Society and Patient Services programs.

l'loreover, he suggests that the co-ordination of services at

the community level to respond to the specific personal care

needs of persons with chronic disabi I ities ì ike muìtipìe

sclerosis, can best be performed by citizens working

together co-operatively at the level of the communi ty (e.g.,

through l4ultiple Sclerosis Chapters). Patient Services

programs are, then, in Sìaterrs model a direct linkage with

the various levels of government programs, care-givers, and

ci tizens acting through voluntary agencies. Refer to

Appendix A for a description of this model. The identified

role of patient services becomes one of col lecting informa-

tion on patient and family needs, and catalyzing and

co-ord i nat i ng commun i ty resources i n the form of vo I unteers

and professionaìs to deal with the medical and sociaì

concerns of the pat i ent and f am i I y .

Further support for the approach of this study in

assessing needs is offered in the recommendations by Bennett

et al. (lgll) in their needs survey of persons with multiple
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sclerosis in 0ttawa,0ntario. These authors suggested that

a community-based agency with a particular interest in

multiple sclerosis and with an establ ished I iaison with

other commun i ty agenc i es shou I d:

a) Cont i nue to eva I uate pat i ent needs and prov i de
support as indicated (e.g., contracting
with existing agencies for nursing and orderly
suppor t f or l4S pat i ents)

b) Prov i de i nformat i on and make appropr i ate
referraì when necessary, regardi ng requests
for i nformat i on on such top i cs as vocat i ona I

or social services, sources of supply for
special equipment, and avaiìability of
treatment programs, etc. (p. l!6) .

l,/h i le other recommendat ions were of f ered as a resu I t

of this study, the recurrent theme of a community-based

agency playing an active role in identification of needs of

the patient and his/her family is worthy of note since ¡t

paral ìeìs the aim of this study.

Frieden (ì980) in his work on independent I iving

programs for the disabled reiterates the themes of communi-

ty-based approaches , consumer i nvo I vement, and serv i ce

provision. He defines an independent I iving Program as:

A commun i ty based program hav i ng substant i a I

consumer i nvol vement that prov i des d i rect I y or
co-ordinates indirectly through referrals those
services necessary to assist severeiy disabled
individuals to increase self-determination and to
minimize dependence on others (p. ì69) .

Whi le the objective of this study is not to establ ish

independent I iving programs in a formal sense' the goal of

providing information to help the disabled' in this case

persons with multiple sclerosis and their fami ì ies, more

readi ìy gain access to required services is ultimately
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directed at the common aim of self determination and

minimizing dependency on others.

The community-based element of the independent I iving

model stipuìates that the programs are designed to serve the

needs of a population in a particular community; and that

they be rooted in the community by being dependent on peopìe

and resources of the community for direction. To a large

extent, but not to the exclusion of other more broad-based

programs, th i s study has i nvest i gated such commun i ty-based

ef for ts .

Consumer invoìvement in the independent living modeì

ex i sts i n order to ensure that programs are i n keep i ng wì th

the needs of cl ients. lt impì ies that the program depends

upon peopìe who currently receive services, have in the past

received services, or may in the future receive services.

Since this study assesses the needs of cì ient/consumers

through thei r di rect i nput, the consumer involvement

criteria is fulf ilìed also.

Service provision in the independent ìiving model

denotes that the program is taking an active interest in

enabl ing the person to remain relatively independent by

assisting them in basic needs such as housing' transporta-

tion or home care, and more special ized service needs such

as vocational rehabilitation. This service orientation is

fulfi I led also since a major component of this needs

identification study involves sol iciting comments on

existing services and facilities designed to assist persons
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h/ith multiple sclerosis and their fami I ies and to document

further their need for additional support services.

With more specif ic reference to the psycho-social

needs of persons with muìtiple sclerosis and their fami I íes,

the recent work by the Ontario Division of the l'lultiple

Sclerosis Society of Canada provides insight that lends

support to this emphasis in the present study. A specific

conceptual model for the psycho-social care of persons with

muìtipìe scìerosis and their fami I ies was deveìoped, looking

at five stages in the disease adjustment process. Refer to

Appendix B for an outl ine of this model.

Stages I and 2 are pre-d i agnosti c stages referr i ng to

the t i me pr i or to profess i ona I contact and af ter profess i on-

al contact, respectively. l.Jhile these stages are signif i-

cant from a medical and psychological point of v¡ew, they

are not specifical ly addressed in this needs survey at the

client leveì since the sample seìected for study all have a

confirmed diagnosis of muìtipìe scìerosis. Stage 3 is the

diagnosis and immediate reaction to diagnosis. Stage l+ is

the secondary reaction or adjustment stage. Stage ! is

termed "l íving effectiveìy with multiple sclerosis". The

episodic nature of multiple sclerosis suggests that there

will be movement back and forth between Stages 4 and ! and

even a return to Stage I by persons with multiple scìerosis

and/or their famiìies if a period of time has elapsed

between episodes. There is no assurance that persons with

mul tiple sclerosis and/or thei r fami ì ies wi I I progress to
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Stage !, however, some patients may remain in Stage !

regardìess of the course thei r i I lness takes.

ln addition to these five stages, the model defines

five additional categories for consideration, offering

specific detai ls for each of the five stages of the disease

adjustment process. Category A refers to the person/systems

invoìved at each stage that the health professional should

consider when deciding on care plans. Category B looks at

factors that i nf I uence the adaptat i on process i nc I ud i ng

personal factors, the course of multipìe sclerosis, and

other factors. Category C reviews the special needs unique

to each stage. Category D defines pìans and actions based

on an analysis of the first three eategor¡es. Finalìy,

Category E outl ines the resources required to deaì with each

specific stage in the disease adjustment process.

Whi le it is evident that this is an eìaborate model,

of use to cl inicians, health planners invoìved in program

design, educators involved in teaching about muìtiple

sclerosis, and researchers interested in the psycho-social

dynamics of multiple sclerosis, specific components of the

modeì can be highì ighted since they provide a rationale for

the present study. For example, Category E - Resources

Required under Stages 2 through ! specifies the fol lowing

required resources: rrAvai ìable information on service and

education programs which are relevant to the needs of

persons with t{S/f amil ies,/health prof essionals. Such
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information should be avai lable to those in rural and urban

areas" (p. 20) .

For Stages J through 5, of primary concern in this

study, required resources included:

Access to information about and ìinking with
community resources for the person with l,ls, the
family and the heaìth professionaìs and

Opportunity for immediate and ongoing varied
educat ion programs to meet the persons wi th l.1S and
their f amiliesr needs f or inf ormation about l,tS and
ì iving wi th chronic disease (pp. 30-3.l) .

Under Category B, factors that infìuence the adapta-

tion process, in Stage 4, I'information given and ski I ìs

taughtrr (p. 26) were deemed important. ln Stage !, the

additional factor of "accessibil¡Ly of/to community

resources" (p. 30) was considered important in this stage of

learning to I ive effectively with multiple sclerosis

(t'tultiple Sclerosis Society of Canada, 0ntario Division,

I 982) .

Further to the model, the psycho-sociaì sub-commi ttee

of the l,lultiple Sclerosis Society of Canada, 0ntario

Division (.l982) provides specif ic recommendations relevant

to each of the five stages of the disease adaptation

process. ln the diagnosis and immediate reaction stage

(Stage 3), the promotion of support systems relevant to the

immediate needs of this stage for persons with multiple

sclerosis and their fami ly members, and health professionals

are cons i dered necessary. I n the secondary react i on-adj ust-

ment stage (Stage 4), th/o recommendations are particularly

relevant to this study. 0ne emphasizes the al location of
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professional personnel to provide a psycho-social resource

system. Community workers co-oPerating with community

agenc i es are suggested. A further recommendat i on emphas i zes

the eva I uat i on and promot i on of commun i ty programs wi th the

goal of independent living. ln general, the recommendations

suggest that:

The Hultiple Scìerosis Society of Canada must have a

continuing invoìvement in and I ink with al ì hospital
and community resources to promote an on-going
knowìedge of the broad range of assistance and
programs avai ìabìe to the person with multiple
sclerosis and the fami ly members affected (p. \7) .

The present study is an attempt to deì ineate the

awareness of, need for, and current uti I izatíon of communi ty

resources by persons with multiple scìerosis and their

families. W¡th this as the preìiminary focus, the recommen-

dation to promote an ongoing knowledge cif such services can

be pursued.

ln a report on research into psycho-social aspects of

muìtiple sclerosis, Harper and Tayìor (ì982) suggest that

there are three problem areas that, at present' are

incompletely understood. These include:

a) the nature and frequency of problems of everyday I ife

brought on by the disease (e.g., emotional, cognitive,

or functional aìterations; changes in reìationships

with famiìy and friends);

b) an identification of factors other than the disease

itseìf (e.g., fami Iy, environment) that influence

these prob I ems; and
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c) gaining some insight into the effectiveness of

rehabilitative strategies in the psycho-sociaì area.

The nature and frequency of problems in everyday

I iving is a major area of emphasis in this study. Harper

and Taylor (.l982) suggest that descriptive research in the

form of cross-sectional surveys would be useful in obtaining

this information. Thís is the intent of the present study.

ln more recent work, there appears to be some

indication of increasing efforts dìrected at an understand-

ing of the problems of I iving with multiple scìerosis and

the psycho-soc i a I adj ustments requ i red by the person w i th

multiple sclerosis and his/her fami ly. The conceptual modeì

deveìoped by the 0ntario Division is a significant effort in

this area. ln other provinces, needs identification studies

involving questionnaires to or interviews with persons with

multiple sclerosis have been, or are presently being

conducted by the provincial divisions of the l,lultiple

Sclerosis Society of Canada (personal communication,

l'lultiple Scìerosis Society of Canada, National 0ffice,

1982). ln British Coìumbia, a handbook was deveìoped

providing a series of strategies for coping with the

day-to-day stress of multiple sclerosis and I isting resource

agencies and relevant I i terature on these topics (Green,

ì98.|). ln Aìberta, a patient needs survey was conducted

based on the format of a survey conducted by the National

l4uìtiple Sclerosis Society in New York. lts primary focus
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was on demographic features of patients, diagnosis and

symptomoìogy, restrictions on activi ties, physical problems

related to mult¡ple sclerosis, empìoyment/income, and

activities and services for the person with multiple

sclerosis and the fami ìy. A simi lar study has been

conducted with persons with multiple scìerosis in Saskatche-

wan. ln addition, an extensive directory of community

servíces and facilities in each of the thirteen regions of

the prov i nce ent i t I ed, Focus on Saskatchewan was compi ìed by

the Saskatchewan Division. This document was designed to

meet the social, emotional, and recreational needs of

individuaìs with multiple sclerosis. Specific to the

psycho-social area, this province is presently conducting an

extensive study of ll+2 multiple sclerosis clients in the

Saskatoon area. The study is utiìizing an interview format

derived, in part, from the earl ier work in 0ttawa, 0ntario

in l97l+-1975 reìated to the needs. of persons with muìtipìe

sclerosis. The Atlantic provinces, as wel l, are currently

conducting a needs identification survey of persons wìth

multiple scìerosis.

It is apparent from this discussion that the efforts

of the Èlanitoba 0ivision of the È,lultiple Sclerosis Society

of Canada are very timely. The emphasis on psycho-social

aspects of the disease is also in keeping with the new trend

to address this all important area of need for persons with

multiple sclerosis and their fami I ies. lnsight into the

avaiìabiìity of, need for and current utilization of
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existing community services and facilities can be further

rational ized based on the fact that therapeutic measures are

of limited known benefit. As a result, health and sociaì

service agencies and facílities must be made avaiìabìe to

assist the patients and fami I ies in their adjustment to the

physical, cognitive, emotional, and social effects of

multiple sclerosis.

nificance of tud

The purpose of this study is to determine the

physicaì, social, and emotional needs of persons wi th

multipìe sclerosis and their fami ì ies and to determine the

adequacy of support services, as they exist in specific

geographic regions of the province (refer to map, Figure ì),

ava i i ab I e to meet these needs.

Th i s study i s the prel ími nary stage of a ì arger

project designed to identify and deì ineate communi ty support

services as they exist throughout the province; to provide

reìevant information to persons with multiple sclerosis and

the¡r fami I ies, health professionaìs, and health and sociaì

service agencies¡ to heighten the awareness among these

groups of the existence of community support services; to

i dent i fy obstac I es to the use of commun i ty serv i ces; to

identify unmet needs of persons with muìtipìe sclerosis and

theír famiìies; and to gain some insights into coping

strategies for multiple sclerosis. As such, the information



17

r

4
of

7

1¡,
4¿r

A txoupsor¡

4
â

CHURCHILL

5 /gFL
I

t
I

I
I

I
I

I
(
t.
t

FLIN FLON

4
2A THE

PAS

cIÞ

\

2

o

f 6

 
PORTAGÊ
LA. PRAIFIE

:.'

IIEALTH FEGIONS

l. West man

2. Parkland

3. Ccntral

4. €astman
5. Norman

6. lnterlâke
7. fhompson

8. W inn¡peg

too

(
I
I

I
t

t
I

I
I

I
I

I
I

t
t
I

4

DAU PHIN
ñ

BRANDON
A

'...."$
î *,*'nr"ec

SELKIBK BÉAUSEJOUR

  

km

I
I

I
I

I
I

)

o

1 ê
L

Figure L Map of the Health Regi.ons of ÞlaniÈoba

200



t8

obtained through this needs identification study is a

necessary foundation and starting point for this ìarger

project. The outcome of this ìarger project is the

production of a handbook providing information on community

services and faci ì ities as they exist geographical ìy within

the e i ght hea I th reg i ons of flan i toba. The handbook wi I I

serve as an easy-to-use reference source for care-givers and

care-receivers and wi I I be organized with the goal of

updating the informatíon periodicalìy as required.

Further to this, the services and facilities avaiìable

in the various regions can be matched with the needs of

persons with muìtipìe sclerosis and their fami I ies as

determined in this study. The needs identification function

of this study wilì be useful in future health service

planning activities. ln addition, the t'lultiple Sclerosis

Society of Canada, llanitoba Division, in its advocacy role

can uti ì ize the information to lobby for improved service

del ivery and co-ordination where need warrants.

Whi le the physical, social, and emotionaì needs of

persons with muìtiple sclerosis and their fami ì ies are

unique in some ways, the eìderly, the physical ìy handicap-

ped, and those suffer i ng from other chronic condi tions could

aìso benefit from the results of this study.
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Limitations of the Study

The study is ì imited by three major factors. The

first I imitation involves the financial resources of the

project that restricted the data collection in the patient

needs identification stage to the use of a mai led question-

naire rather than a more thorough interview schedule

del ivered by a trained interviewer. lnterviews general ly

alìow for more questions of a broader scope, the ability to

probe for responses, and a higher response rate (Labovitz

and Hagedorn, 1976) . However, to offset the general ly lower

response rate of the mai led questionnaire approach an

extensive follow-up procedure was developed. This included

telephone contact with the respondent to ensure that they

had received the questionnai re, and were able to complete

it. ln cases where the respondent was unable to compìete

the questionnaire due to any physical or cognitive limita-

tionsr â Staff person from the Hultiple Sclerosis Society

was trained to assist the patient in completing it. While

this approach may have resuìted in some interviewer bias, it

was feìt that the benefits oÍ achieving a high response rate

outweighed the problems inherent in data col ìection that may

not have met the self-administered criteria of a mai led

survey.

The second I imi tation involved the short time-frame of

the study. Since the project was beíng supported by an

external source, certain restr ictions on the amount of time
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devoted to

example, a

the proj ect

data col lection

five-week limit

pat ¡ ents

the data

were present.

colìection phase

some pat i ent

f rom

for

For

of

was necessary. As a resul t,

responses may not have been forthcoming during that time,

a I though the i ntens i ve fo I I ow-up procedures attempted to

minimize this.

The final I imitation involves the extent to which

people with multiple sclerosis in l.Jinnipeg and Brandon were

confused or biased against completing this survey as a

resu I t of other prev i ous or concurrent surveys. Dur i ng

telephone contacts wi th subjects, i t was determi ned that a

lengthy fami ly-pat¡ent psychological questionnai re had been

maiìed during the same study period to a sample of persons

with muìtiple sclerosis in Winnipeg. ln some cases,

subjects dupì icated those in this study. I t is possible

that having two questionnai res to complete during the same

t ime per iod caused conf us ion and deterred l./i nn i peg respon-

dents from completing one or both surveys. Simi larly, the

Brandon area in recent years has been the site of other

multiple sclerosis patient studies. This factor may have

had some impact on poor responses to this survey from that

area of the province.
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imitations of the Stud

The study is del imi ted by the fact that the geographi-

cal ìy stratified sampìe was randomly selected from the total

multiple sclerosis pat¡ent popuìation known to the l'lultiple

Sclerosis Society of Canada, llanitoba Division at the time

of sampì ing. This patient population does not identify al I

persons with multiple scìerosis in the Province of l'lanitoba

by name and mai ìing address since all diagnosed cases do not

necessar i I y make contact wi th the Soc i ety. However, i t was

feìt that extensive attempts to identify aìl known cases, as

is done in prevaìence surveys (e.g., Stazio et al., 1964;

Hader, ì982) was unnecessari ly time consuming and not in

keepi ng wi th the purposes of the study. I n addi tion'

extensive attempts to identify aìl persons with multiple

sclerosis is considered, to some extent, unethical since

this unidentified population, perhaps as many as J00 people'

may be considered to be either successfuì ly coping with the

disease, or uninterested in the aims of this study and the

goals of the l'lultiple Scìerosis Soc¡ety. VJhen the informa-

tion handbook is avai lable, however' more extensive attempts

to distribute it to this unidentified grouP could be made

with the assistance of heaìth service agencies throughout

the prov i nce.
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REVITW OF RELATED L I TERATURE

ilultiple sclerosis, a disease of the centraì nervous

system that, at present lacks a cure, a preventive strategy,

and a significant symptomatic therapy, poses a unique

management problem for the health care system, the patient,

and his/her family. Because of the insidious nature of the

disease - its diagnosis, progression, and its impact on the

pati ent and fami I y, i t has been suggested that: ". ..

optimal heal th eare should foeus on the whole person wi th

routine attention to the behavioural, psychoìogical, and

social aspects of the ilìness, as weìì as to the neurologi-

cal management" (Hartirrgs, Pavlou, and Davis, 19762 6Ð.

This would suggest, then, that a team-oriented

strategy for support and management of the person with

multiple sclerosis would be in order - an approach emphasiz-

ing the quality of health possessed by the patient and the

functions remaining rather than those ìost (Yearwood, 1980).

For those heaìth care professionaìs involved in the care of

persons with multiple sclerosis there is a need to under-

stand the pat i ent' s cop i ng behav i ours and adj ustment

strategy; the spec i f i cs of the d i sease, i ts course'

symptoms, and t.reatmenti the ski I ls offered by other members

of the health care teami the patient's personal support

22
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network; and the extent and ava i ì ab i I î ty of commun i ty

resources (Yearwood, 1980). Whiìe this team-oriented

strategy appears to adequatel y address the i nterrel ated

nature of the medical and psycho-sociaì dynamics of the

disease, Slater (ì980) notes that the professional organiza-

tion in these two areas are different, making co-ordinated

care diffícult. Hedical care of the person with multiple

sclerosis most effectively occurs in a hospital or cì inic

sett ¡ ng; however the pat i ent' s cop i ng and adj ustment

generaì ly occurs in the home, employment and community

mi I ieu where resource patterns are not organized for the

disabìed.

With these issues in mind, attent¡on is now being

devoted to joint ventures of medicaì and psychologicaì care

of the person with multiple scìerosis and their fami I ies

(Pav I ou, Johnson, and Lefebvre , 1979; Har t i ngs , Pav ì ou, and

Davis, 1976). Further, the voiuntary agency (e.g., riuitipìe

Scìerosis Society) is now seen to play a major role in

co-ordination of services in a community to meet the

specific needs of individuals with chronic conditions

(S l ater, 'l 980) .
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Epi demioloqi cal Cons iderations

From an epidemiological perspective, multiple

sclerosis has a greater prevalence in northern areas of the

world with temperate cì imates. ln these areas, prevalence

rates for the disease range between 30 to 80 per ìOO,OOO

population (Kurtzke, 197Ð. Canada, where there are an

estimated 35,000 persons wi th the condi tion, is considered a

high rísk zone for multipìe sclerosis (Scheinberg, .l978).

Severaì population studies to determine the prevalence

of the disease in areas across the country have been

conducted. E.ar ì y work, a comparat ive study by Westl and and

Kurtland suggested that the estimated prevaìence rate for

multipìe selerosis of 39.6 per l0O,00O population in

l.linnipeg, f'lanitoba was six times as great as that. for New

0rleans, Louisiana (Stazio et aì., l96l+). 0wing to

I imitations in the methodology of this study, a re-survey

and ten year fol low-up of persons with muìtipìe sclerosis in

Winnipeg, llanitoba by Stazio et al. ('l964) altered this

prevalence rate to 36.2 per ì00,000 popuìation. A crude

prevaìence rate of 6l per t00,000 population was suggested

in a study of persons with muìtipìe sclerosis in Ottawa,

Ontario (Bennett et al., lg77) . ln more recent work by

Hader (.l982) with probable cases of multiple sclerosis among

the population of Saskatoon, Saskatchewan, a prevaìence rate

of ìll per 100,000 population was indicated with an average

annual incidence over three decades (1955 to .l980) of 4.8

per 'l00,000 population. These results were two to three
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times greater than those reported in the 0ttawa and Winnipeg

studies. Varying methods of case finding, in part, account

for these dífferences (Bennett et al., 1977). For the

Province of l,lanitoba the estimated number of persons with

muìtiple sclerosis is approximately l,'l00 (personal

communication, llanitoba Division of the huìtipìe Sclerosis

Society of Canada, .l982).

The disease itself affects the brain and spinal cord

by damaging or destroying the myel in sheath (the tatty

sheath encasing the nerve fibre) resulting in complete

stoppage of nerve impulses, hence paralysis of the part of

the body innervated, and/or weakened or altered impulse

transmission resulting in disturbances in function

(Harrower, 195Ð. As a result, symptoms include fatigue and

malfunctions of vision, co-ordination, sensation, speech,

use of extremities, and bowel and bladder control. These

may occur singìy or in a variety of combinations depending

on the location of damage (l'tiles, 1979; l'latson and Brooks,

1977). lntel lectual deterioration ranging from mi ld memory

loss to profound global dementia have been noted by some

authors (Jambor, ì969; Surridge, ì969). The work by

Surridge (lggg) into the psychiatric aspects of muìtiple

sclerosis further suggests that personal i ty changes may

occur and these are I inked with damage to the central

nervous system. Depression in persons with multiple

sc I eros i s was cons i dered to be more common than prev i ous I y
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realized, and was felt to be mainly psychogenic and reactive

in nature in this study. ln more recent reviews, intellec-

tual deficits and depression or euphoric responses have been

linked with organic brain disease in persons with muìtipìe

sc I eros i s (Peyser, Edwards and Poser, ì 980) .

Although the cause of multiple sclerosis is not yet

known, research appears to indicate involvement of the

myel in sheath and a probable interaction w¡th a viral agent,

the bodyrs immune system, and multiple environmental factors

(ltultiple Sclerosis Society, Ontario Division, ì982). The

disease is not generaì ly considered to be fatal, however,

the average duration of the disease in a ì!0 patients in the

Saskatoon study indicated that 662 I ived ten years or more,

and J\Z I ived nine years or less with multipìe sclerosis

(Haoer, ì 982) .

The Pat i ent Ad us tmen ocess

ln a progressive disease like multipìe sclerosis with

its unpredictable course, the adjustment process and coping

strategies of the patient must remain flexible and are

i nherent I y compl ex. The pat i ent wi ì I not go through the

adjustment stages in a neat order with each stages being

mutuaì ly exclusive. A lack of progression of the disease

may allow the person to remain in one particular stage of

coping; anrrattackrr (exacerbation) may result in regressíon

to an earl íer coping mode (Yearwood, .l980). The psycho-so-

cial care model developed by the Hultiple Sclerosis Society
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of Canada, 0ntario Division (1982) outl ines a general five

stage adaptation process beginning with the pre-diagnostic

stages. 0ther authors supplement this wi th the cogni tive

"modeì of coping that suggests stages of: primary appraisal,

where one makes an ¡nitial judgement about the meaning of

the event (i.e., the diagnosis of muìtipìe sclerosis); a

secondary appraisal where information and coping strategies

are selected; and a reappraisal based on any new information

received and evaìuated. ln general terms, the individualrs

response to the disease is based on his/her interpretation

of its meaning, which may be either restrictive and

defensive or growth-oriented and facilitative (Pavìou,

Johnson, and Lefebvre, 1979).

A more in depth look at the adjustment process is

provided by the work of l'Tatson and Brooks (1977) who

deveìoped a unique adjustment model specific to chronic

iiiness, especiaiiy those appearing in aduìtnooci. Âs with

the other modeìs, progression through the stages is

variabìe. The stages outì ined in this model incìude denial,

res i stance , aff i rmat i on and i ntegrat i on.

Deniaì is the initial stage which most patients

dispìay to some extent (1./einstein, ì970; Burnfield and

Burnfield, .l978). The individual may be unwilling to accept

the diagnosis, he/she may refuse help, conceaì symptoms from

others and cling to a past life and values (l'latson and

Brooks, 1977). For others however, the diagnosis may be a

source of reì ief, especial ly for those who feared something
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worse, and there may be some security in knowing where they

now stand (Burnfield and Burnfield, ì978). ln time there

may be minimal acceptance of the disease brínging the

patient to the resi stance stage (Stage 2) . Activi ties

characteristic of this stage include active searching for

informatíon, a cure and treatment, seeking out of other

patients, and becoming active in programs offered to persons

with multiple sclerosis. Although the patient is attempting

to gain some measure of control over the disease, he,/she

generaì ly finds ¡ t difficuì t to accept heìp. There i s

however, a beginning realization of a change in life-orien-

tat i on. By Stage J, aff i rmat i on, the person comes to the

real ization that they must begin to accept their condition.

W¡th this real izatíon, however, is a grieving for their

former self and the knowledge that ìife priorities must be

rearranged because of the i I ìness. This stage is further

characterized by publicly expìaining their condition to

others, and ìearning to accept help from others without

personaì devaluation. With the final stage of the modeì by

l'Tatson and Brooks ( ì 977) comes i ntegrat i on. The person may

be viewed as I iving effectively with the condition, as is

expressed in Stage ! of the psycho-social model (ttuttipte

Sclerosis Society of Canada, 0ntario Division, .l982). This

stage w¡ll likely take a long time to attain and can easily

be compromised by further exacerbations that point out the

vulnerabi I i ty of the person's status. I n Stage !, the

person may be seen to be coping and deaìing with each
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probìem in a Iess emotional way. The person in Stage ! has

managed to integrate the condition into a new lifestyìe and

fiã/, in fact, see some beneficial aspects to their situ-

ation. These may incìude more intimate relations with

others, an appreciation of help given, and a heightened

sensitivity to life's experiences. Pulton (n.d.) in his

personal account of his reactions and adjustments to

multiple sclerosis states this idea in the fol lowing way'

while stiìl noting the ambiguity of the condition:

Stabi I ized at a particular level, as I am now, I can
never be certain that I will not experience an
exacerbation and sìip quickìy to a lower state of
functioning. Living with this knowìedge has made me

more aware of the people and things around me that I

consider important, and less prepared to accept
those things I bel ieve to be meaningless or
unauthent i c.

|.Ji thout attempt i ng to mi nimi ze the extent of the

psycho-social adjustments that are necessary in coping with

multipìe scìerosis, the modeì by l'latson and Brooks (1977)

and other models (e.g., the psycho-social care model) appear

to be cons i stent wi th VJr i ght's (1960) proposaì that the

reìationship between disabi I ity and maladjustment may be

oversimpl ified. Her review suggests, for example that there

is not necessari ìy a positive correlation between the degree

of disabi I ity and difficulty in the adjustment process. She

states: "... the common association between inferiority

feeìings and atypical physique is a gross oversimplification

unwarranted by the factsrr (p. 55).
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ln support of this idea, work by Weber et al. (.l98ì)

suggests that there is no intrinsic psychological factor

re I ated to the per sona I i ty of the d i sab ì ed as far as

acquired physical illness is concerned.

l.Jh i ìe th i s present study, because of i ts descr ipt ive

nature, wiìl in no way attempt to validate these models or

concepts, the inherent value in reviewing the adjustment

process through the use of a model Iies in the fact that a

wide range of copi ng strategies and adjustment ìevels wi I I

be present in the indíviduals surveyed, regardless of the

degree of dísabi I ity, and responses to the questionnaire

must be viewed in ìight of these variabilities.

I n add i t i on to the persona I adj ustment process un i que

to each case, some authors have drawn general izations about

the position of the disabled adult in the social system.

Barker (.l9!8) notes that there is an underprivileged social

position, an ambiguity and marginal ity, and a psychological

newness for the adult who is disabled. ln his description

of underprivi ìeged sociaì posi tion, Barker cí tes ì imi tations

in employment and the extent of social and recreational

activities in which the disabled may engage.

l.lhiìe one would like to feel that much has changed for

the disabled since this wri ting, with specific reference to

persons with mult¡ple sclerosis, the study of needs in

0ttawa, 0ntario suggested that J)Z of non-institutional ized

respondents under 6! years of age worked before their

iìlness but could not do so after. The inability to work
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brought both economic and emotional hardship for these

persons (Bennett et al., 1977). Frankl in's (1977) compara-

tive study of dísabìed and non-disabled adults suggested

that there uras a direct relationship between restrictions in

participation in social events and level of severity of

disability. The chronic illness did not provide more time

for leisure and recreational activities, to the extent that

602 of the disabìed had reduced or stopped engaging in

particular social activities. The author concludes that

these data support the hypothesis that, "... for a signifi-

cant fraction of the disabled, disabiìity reduces the

potential time f or work, social, and personal activity¡' (p.

l8) . The ínadequacy of transportation services for the

d i sab I ed may account for these f i nd i ngs to some degree. I n

the study of multiple sclerosis patients by Bennett et al.

(1977), about one-th i rd of ì09 respondents fel t that

improvements were needecf in transportation services for the

disabled.

The concept of marginal ity first mentioned by Barker

(lglr¡) and later by other authors (Harrower,1953; Hartings,

Pavlou and Davis, 1978) is particularly appl icable to

multipìe sclerosis and occurs at the pre- and post-

diagnostic stages. Harginality, as defined by Barker

suggests that the demarcat i on between be i ng phys i ca I I y

normal and disabled is not definitive. ln the early stages

of multiple sclerosis symptoms may be periodic and ambigu-
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ous. lnvisible symptoms such as fatigue and visual

handicaps may cause anxiety and the person may not know

whether to perceive himself as fit or disabled (Burnfield

and Burnfield, 1978). Under these circumstance the

diagnosis of multiple sclerosis may indeed bring some sense

of relief folìowing long periods of apprehension. This

amb i gu i ty or marg i na ì i ty however, ñâY cause the person to

engage in actions in an effort torrprove that he/she is

normal", not wanting to be label led a hypochondriac. The

adjustment mechanism for those experiencing the marginaì

status may involve ei ther a vigorous rejection of the

disabìed status, pâr-âlleling the denial stage' or an

exaggeration of the disabi I ities w¡th a refusaì to admit the

poss ib i ì i ty of norma I behaviour (Barker, ì9¡{3) . The

unpredictabìe course of multiple scìerosis serves only to

heighten this "marginaì ityrr issue.

Harrower (lg¡¡) suggests that when working with an

individual who is in conflict concerning his/her marginal

status, ¡t is important to point out that a disabi lity "...

does not have to be an all or none affair" (p. 77). l{any

former roles can be legi timateìy maintained whi le others are

modif ied to accommodate different functional capabi I ities.

New psychoìogical s¡tuations are an attribute of the

margi naì social posi tion. Barker (lgql) suggests that

disabled persons must frequently confront situations in

which the sequence of actívities required to attain a
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particular end are unknown. For many people with muìtipìe

sclerosis, owing to i ts var iable and erratic symptomatology'

new psychologicaì situations are a daily occurrence. Barker

(19¡{3) further suggests that in these new psychological

s i tuat ions, the person i s in a state of conf I ict ' i.:ìus

h i s/her behav i our may be i ncons i stent.

ln line with this, the work of Peyser, Edwards, and

Poser (ì980) describing the psychoìogicaì responses of

persons with muìtiple sclerosis was abìe to identify six

d i st i nct groups of pat i ents wi th var i abì e responses to the

disease. Whi ìe their extensive study was based on a smal I

sample of patients, the identification of six distinct

groups serves to poi nt out the var i ab i I i ty i n response to

the condition. These authors suggest that while it is

unì ikely that al I multiple sclerosis patients can be neatly

classified into one of the six psychologicaì profiles, the

categorization may, "... help the clinician recognize

certain traits that may influence the symptoms of the

d i sease and prov i de gu i de I í nes for the I ong-term management

of the patient" (p. 440).

The adjustment process for the person wi th mul tiple

sclerosis may be viewed as a progression from one stage to a

higher level, more productive stage whenever there is some

measure of reduction i n mi nor i ty status' margi nal i ty and

psychological newness. But it shouìd always be kept in mind

that movement back and forth between the stages i s very

I ikely owing to the unpredictable nature of the condition.
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The Concept of Copinq

Several authors have looked, not only at the adjust-

ment process, but at the specific coping strategies put into

effect by the disabled individual. ln a study by l,latson and

Brooks (1977) of ì/4 multiple scìerosis patients, a

self-concept instrument was developed as an indicator of the

adjustment process. Self-concept was defined as therr...

image one holds in oners ¡rmind's eye" of oneself - the

awareness of one's var i ous character i st i cs and one's

evaìuation of those characteristicsr' (p. 2l+5). These

authors felt that with a diagnosis of multipìe sclerosis

comes a major disruption in one's self-concept as a result

of the potential restrictions on activities, abilities, and

social relationships. Their results suggested that there

was a positive reìationship between general self-concept and

duration of disease, however there was a negative relation-

ship between self-concept and the extent of restrictions on

activities or impaírment. The psycho-social care model

(t'tultipìe Scìerosis Society, 0ntario Division, .l982) also

suggests that general ly there is a progression to more

positive coping responses as ìength of time with the disease

i ncreases.

Burnfieìd and Burnfieìd (ì978), in support of the

negative reìationship between self-concept and extent of

impairment, indicate that persons with more advanced

multiple sclerosis, while no longer faced with the marginal-
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ity problems, may instead consider themselves no ìonger

useful or attractive to others, result¡ng in a poor

self-image. Wright (1960), however, postulates that the

more severely disabled are forced to deaì with accepting

themselves as a disabled person, hence are forced to adjust

compared to a mi ldly di sabled person who may thwart thei r

own adjustment by denying the disability. lf adjustment can

be equated with positive self-concept and self-image,

Wright's suggestion does not support the f indings of l'latson

and Brooks.

Different coping strategies are also linked to

differences in self-concept, perhaps heìping to explain this

discrepancy. For example, among fourteen specific coping

classifications "rel igion", as one strategy' b/as reported by

a group with better seìf-concepts more often than those who

l isted "fami ly" as a means of coping. Those who considered

t'acceptíng it" as a coping strategy had poorer self-concepts

than the rel igion or fami ly groups. lnterestingly, rel igion

was the coping strategy most frequentìy I isted among those

subjects having had the disease for a long period of time.

Further, for those having good self-concepts wi th ei ther a

long or short duration of the disease, use of the famiìy as

a coping strategy occurred ìess than 2OZ of the time (Hatson

and Brooks, 1977).

The work by Franklin (lgll) also indicated a limited

use of the family, as it relates to the extended family.

Her research suggests that the extended fami ly does not
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provide additional resources (e.g., time, money, assistance)

to compensate for the loss of health of a family member.

Patterns of relationships and reciproci ty remain simi lar to

those of the general population. Frankl inrs research

suggests, then, that the burden of coping remains with the

nuclear fami ly. Depending on the parameters of "fami ly" in

the l'latson and Brooks study, the i r f i nd i ngs may or may not

be supported by Frankl in.

ln other work on adjustment as measured by the degree

of productivity in a sample of spinal cord injured individu-

al s, resul t.s suggested that the more successfuì person

(i.e., those more positively dírected and productive) had a

coping pattern that was forward-looking, goal-oriented, with

less emphasis on goals related to physical restoration. ln

a needs assessment study by Burnett and Yerxa (ì980) of

physical ly disabled persons compared with their non-disabled

counterparts, a higher percentage of disabled mentioned

goals in the vocational, personaì and physical areas

compared to the non-d i sabl ed sampl e. I t should be noted,

however, that with multiple sclerosis patients a forward-

looking orientation may be more difficult to achieve than

for other d i sab I ed groups adj ust i ng to permanent changes .

ln the group counsel I ing cl inícs outl ined by Hartings,

Pavlou, and Davis (ì976) the uncertainty of future status is

a prime focus of concern along with their ambiguous heaìth

status and marg i na I i ty.
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To summarize the work on coping, Pavlou and Counte

(ì982) suggest that coping may be broadìy defined âS, rr...

the variables mediating the relationship between the i I lness

itseìf, and its impact or outcome..." (p. ì38). Wright

(1960) views coping as the opposite extreme of succumbing,

suggesting that in coping each difficuìty must be realisti-

cally appraised in order to avoid a sense of failure and

discouragement - the most effective impetus to succumb.

Wright (.l960) further broadens the impì ications of the

value of coping to a social ìevel by suggesting that a

disabìed person who is functioning optimally according to

his/her capabilities may receive respect and aCmiration

from others. Conversely, those who are succumbing may tend

to be "deva luated". l./r ight suggests that cop i ng may serve

the person by acting as a value in itself enhancing their

status, or by aiding the person in adjusting to his/her

disability.

Fami lv Dvnamics and Ada otat ion

The fami ìy's reaction to a diagnosis of muìt¡ple

sclerosis may be as variabìe as the course of the disease

itself. As with the patient, it is vital ìy important that a

member of the heaìth care team explain the disease and

assist the fami ìy in attaining the required knowledge for

adaptation (Price, ì980; Versluys, ì980). f'lcAlpine (lglZ)

cautions that without such knowledge on the part of the

family, there may be a tendency to be overattentive to the
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patient to the point where his/her sense of independence is

undermined. lt should be emphasized that the family must

help the person with multiple sclerosis gain a maximum

degree of independence.

F ur ther emphas i z i ng the i mpor tance of i nform i ng the

fami ìy, Power and Sax (1978) suggest that both the amount of

effort the patient expends in his/her treatment and the

emot i ona I response and understand í ng of the fam i I y members '

may depend on the extent to which the heaìth professionaì

ful f i I led the fami ìy's need for i nformatíon. I t becomes

important for the heaìth professionaì to gauge the fami ìy¡s

readiness to learn about the condition. This' then,

requ i res attent i on to the fee ì i ngs of the pat i ent and

fami ìy. With appropriate facts (e.g., physical aspects of

the disease, its course, and the extent the fami ly should

view the disease as disabl ing) at the time of diagnosis, the

patient and fami ly can work through their feeì ings and

appraise the situation in order to make future plans.

Realistic sick role expectations, with an emphasis on the

patient's assets are also more I ikely to result if the

famiìy has a compìete picture of the patientrs status in

relation to the disease. Overattentiveness by the fami ly

toward the patient is less I ikeìy if the famiìy deveìops

real istic expectations of the patientrs new role (Power and

Sax, .l978). The health professional aìso should encourage

the patient and fami ly members to communicate, especial ly in
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the earìy stages after diagnosis, in order to prevent

misunderstanding and isolation which can hinder ìater

adaptarion (¡tultiple Sclerosis Society of Canada, 0ntario

Division, 1982).

ln the group counsel I ing work of Hartings' Pavlou and

Davis (ì976) dependency, aggression and sexual ity were areas

in which patients and fami I ies required counseì ì ing. ln the

case of dependency, as outlined previously by l'lcAlpine

(1972), the capacity of the patient may change without

accompanying aìteratíons in expectations on the part of the

patient and fami ìy.

Aggression or anger is an interesting phenomenon when

the family has a member in the sick roìe. From a societal

viewpoint, one is not justified in being angry with someone

who is ill, thus normal feeìings toward the iìl person may

be hidden by the fami ìy. The sick role seems to al Iow the

individuaì the opportunity to avoid guiìt and respons¡biìi-

ty. Conversely, the ¡ ì I person who may want to express

irritation at a family member, may repress this need for

fear of abandonment or loss of affection (Burnfield and

Burnfield, ì978).

Sexuality, and an individualrs sexLlal self-concept is

threatened by a disease I ike multîple sclerosis. ln group

counselling, sexuality is often raised as an issue by group

leaders, however i t i s general ly treated only symbol icaì ly,

or through d i scuss i ons of body image, phys i ca I apPearance,
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attractiveness and appeal to others

Davis, 1976).

(Hartings, Pavìou, and

The role of the famiìy in the rehabilitative process

is vital and the stresses imposed by the illness can be

resolved through interfami ly actions such as: temporary

reduction of personaì ambitions by each member to deal with

the crisis; establ ishing new roìe patterns to continue

functioning; and developing coì ìective goals in times of

emergency. Two extremes in families' responses to ilìness

are genera ì I y noted, One i nvo I ves responses that are

positive and supportive where the fami ìy makes major efforts

to re-establ ish or maintain the patient's valued role, and

invoìvement in fami ìy decrsions. The other involves

negative pathoìogical responses that result in overprotec-

tiveness, dependency, negìect, denial and/or excessive or

inappropríate demands. Since the fami ly's response to the

i ì I perscn may affect the pat i entrs mot i vat i on and accep-

tance of I ifestyle changes, it is important that the patient

and fami ìy members receive consul tatíon that meet thei r

needs (Vers I uys, ì 980) .

ln an extensive study of the social needs of multiple

sclerosis patients and their fami I ies by Braham et al.

097Ð it was concluded that the greatest number of needs

(in order of importance) existed in: the subjectsrand

spousesr reactions to the iìlness; the maritaì relationship;

and the chiìdren's adjustment. Specific problems of the

spouse included (in decreasing order): difficulty accepting
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the diagnosis (e.S. denial); hostility toward family and

professionals involved, difficulty in accepting help,

depression, dwel I ing on the i I lness, concern about role

changes, and expression of gui lt. lnterestingly, these

areas correspond cìosely with the adjustment phases outl ined

for the patient. For the maritaì relationship the most

common concerns were the absence of comparable activi ties,

poor communication, sexual adjustment problems, diff¡culty

accepting a disabìed spouse, rejection of a partner, and

weak emotional ties. For the chi ldren (18 years or less)

adjusting to a parent with multipìe scìerosis, the rnost

frequently seen need was associated wi th behavioural

problems in the chiìd. ln addition, poor parent-chiìd

relationships, and lack of proper physicaì care of chiìdren

were noted. The study further concluded that the patients

and fami I ies were most often meeting their needs "...
through his,/her own strength and resources without outside

help, and that a striking number of needs were unmet from

the commun i ty . . . r' (p. 412) .

It seems apparent that fami Iies are better able to be

supportive of the patient if their own needs are being

adequately met. S¡nce there is little doubt that patients

require a supportive family environment for their own

adjustment process, efforts to target both patient and

fami ly needs must become a primary goal in the patient

management process (Versluys, 1980) .

i".\ tv[¡i$/

r::i\¡:
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Perhaps in support of the dynamic relationship between

patientsr ¡llness and spouses' adjustment, are the findings

of Klein, Dean, and Bogdonoff (1967) who suggest that there

is a sígnificant correìation between symptom levels of the

patient and role tension levels in the spouse and patient.

Thus, the illness may be seen to have a physical effect on

the well family members also. This study concludes that

role failure as a result of ilìness in the family results in

d i stress and tens i on for both partners.

A reì ated area, but one havi ng received I imi ted study

is the psychoìogical characteristics of the chi ìdren of

persons with multipìe sclerosis. The earìy work of Arnaud

(.|959) remains the most comprehensive study of this area.

Her findings indicate that young children of a parent(s)

with multiple sclerosis display unhappiness and general ized

apprehension compared with a controì group of chi ldren

experiencing no fami ìy i ì lness. I,Ji th age, the chi ldren

display increased intel lectual functioning and emotional

controì, however their dependent longings are denied

sat¡sfaction and are maintained for an unusuaìly long period

of time beyond adolescence. ln generaì, the chiìdren in

households with multipìe sclerosis showed heightened levels

of body concern, hostility, constraint in interpersonal

relations, dependency longing, and patterns of faìse

maturity. While these results appear to indicate a rather

traumatic childhood for chiìdren having a parent(s) with

multiple scìerosis, the author concludes that: rr...
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apparently the love and support impl ici t in fami ly I iving -

even under these circumstances - still provide the essential

soil of the childrs normal, if not optimal, growthrt (p. l9).

llore recent work investigating the needs of adoles-

cent,/teenage chi ldren (ages ì2 through 20 years) of persons

with multiple sclerosis involved interviews with both the

parents and a group interview with the chiìdren. While the

study was of a very smal I scaìe nature (involving 20

families) and the results may not necessarily be due to the

presence of multipìe sclerosis in the family, some of the

results support the earl ier work by Arnaud (ì959) and serve

to highlight additionaì areas of concern. lnternal confìict

is apparent in these chi ldren such as fear of inheriting the

disease, gui ìt about ìeaving the disabled parent alone in

the home or express i ng anger toward them, and pressure

resulting from increased responsibi I ity. ln some cases the

qual ity of the relationship with the disabìed parent was

stressed, resulting in decreased cìoseness; in other cases a

heightened level of closeness was perceived. Further, some

chi ldren, pârticularly males, expressed frustration wi th

their peers for a perceived ìack of understanding and

response toward the d i sab I ed parent. Re I at i onsh i ps between

the chi ld and the non-disabled parent appeared to be

posi tively related to the strength of the relationship prior

to the diagnosis. The study suggests that the negative

impact of multiple sclerosis on the family (regardless of

the extent of disability) can be tempered by the presence of
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one support¡ve parent with whom the chi ld can share his/her

concerns (YuA i tsky and Kenyon, I 979) .

Social lnteractions of the Patient and Famiìy

l,li ìes (ì 979) out I i nes methods of interact ion that may

characterize the strategies seìected by the patient and

fami ìy for sociaì izing with others. One pattern of

interaction involves'rnormal izationrr where the patient

denies the disease as a potential barrier and stresses

his/her own simi larities to healthy individuaìs. Converse-

ìy, the patient and famiìy may choose torrdissociaterrfrom

tlre healthy, viewing the disease as a barrier to former

modes of sociaì interaction. A third strategy involves

indecision between the two modes such that the patient and

family may normalize or dissociate from interactions with

the heaìthy. This same oscillation may be true of their

association with other persons with chronic diseases.

Just as the adjustment stages for the fami ìy,

particularly the spouse, are paralleì with those of the

patíent, the process of social ization is aìso simi lar.

l,liles (.|979) indicates f rom her study of the psycho-social

consequences of married couples deal ing with multiple

scìerosis that the spouse of the patient acquires a new

sociaì status - that of spouse to a person with multipìe

sc I eros i s. As such, the i nteract i on methods open to the

spouse include normal ization, dissociation, and osci I ìation

between these two. However a further option is also
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avai labìe, that of "passing", where the partner chooses to

hide the spouse's condition from social contacts.

ln the study by t'li les (1979) , an i nterest i ng f eature

in the 22 couples surveyed was the fact that aìmost aìl

spouses were in agreement with their choice between

normaìization and dissociation. Those couples choosing

normal ization, not surprisingly pursued this strategy

together. For those couples choosing dissociation, both

partners vi ewed thei r status i n the heaì thy communi ty as

inf erior owing to the partner¡s ilìness. 1.1 iìes f urther

postulates that the inability to reconcile the choice of

strategy may, i n fact contr i bute to a break-up i n the

reìationship.

0f f ur ther interest i n th is study by l,1i ì es (.|979) was

the strong pos i t i ve assoc i at i on between choos i ng to

dissociate from the healthy community and becoming a member

of the l,luìtiple Scìerosis Soc¡ety. The dissociaters, then,

appear to be seeking social contact with other multiple

scìerosis sufferers whom they now consider as their peer

group. For both the spouse and the person with multipìe

scìerosis who join the l,lultiple Sclerosis Society, the new

role models become people whose situation is simi lar to

the i r own.

The fami ly dynamics of deal ing with a chronic i I lness

are very complex. Famiìy acceptance of the illness, where

the family admits the existence of the disease in the person

and adjusts their roìes appropriately to maintain the fami ìy
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uni t is an important step. Acceptance is usual ly dispìayed

in the fami ìy's behaviour toward the patient, their coping

method, the pattern of activities in the home setting and

the extent of i nteraction among al I fami ly members. For the

patient, it is particuìarly important that they receive

reassurance that they sti ì I hold an important posi tion in

the fami ìy (Power and Sax, .|978).

ln more practicaì terms, the study by Frankìin (1977)

of the impact of di sabi I i ty on the fami ly suggested that:

"... decreased participation in most aspects of ì iving

highl ighted the patterns of the disabled in their fami ly

setting. Chronic poor health impoverished not onìy those ¡t

affl icted, but aìso those I iving with themtr (p. ì8) .

Conceptual Framework for a Needs ldentification

The needs i dent i f i cat i on and assessment process i s

becom i ng an i mpor tant component of the overa I I hea I th

pìanning process in the effort to provide more co-ordinated,

integrated service systems (gel I et aì., ì978; Spiegel and

Hyman, 1978). Siegel et al. (1978) define a needs assess-

ment as:

A research and planning activity that is focused in
a specific social area Needs assessment
strategies are designed to determine the extent and
kinds of needs there are in a community; to evaluate
ex i st i ng serv i ce resources systemat i ca I I y; and to
prov i de i nformat i on for pl ann i ng new serv i ce
programs in the I ight of the communityrs needs and
human service patterns (p. 216).
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l.Jh i le these are the g loba I a ims of any needs assess-

ment process, it is also important to distinguish between

the process of "needs identification" which describes the

health and social service reguirements of the specìfic

target group or area, and I'needs assessmentil which attempts

to priorize the identified needs (Siegeì et al., .l978). For

the purposes of this study, the 'rneeds assessment processil

refers to both the identification and priorizatíon of needs,

however the major emphasis in.the study is on the needs

identification function, general ly considered to be the

f i rst stage i n program pl ann i ng.

A "need", as it relates to the needs assessment

process refers to the gap between what is and what ought to

be according to some standard (gell et al., ì978; Trimby,

1979) . The extent of this gap is proportional to the

ìimitations on the individual in attaining his,/her full

potentíal. ln the needs identification process, information

on rrneeds" are col lected from a variety of sources using

different assessment procedures. Some of the techniques

avai lable include compí I ing exist¡ng data (e.g., Federal,

Provi nc i al , and/or pr ivate heal th agency data on mortal i ty'

morbidity, util¡zation and rates under treatment, manpower,

or sociaì and health indicators), developing new informa-

tion, or integrating existing and new information (Siegel et

ãr1., ì978). The development of new information in the form

of the population survey of persons wi th muì tiple scìerosis

is the approach utilized in this survey.
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ln an effort to provide a conceptuaì framework for the

type and range of questions important to identifying needs

among persons wi th muì tiple scìerosis and thei r fami I ies, a

review of other surveys of persons with muìtiple sclerosis

or other disabilities is particularly heìpful.

ÈlcDowel I (198.l) provides a useful conceptuaì framework

in his study designed to identify questions suitable for

detecting disabilities in the general population and for

identification of the physical, sociaì and emotional effects

of illness. This work suggests that physical disabilities

are frequently identified from the concept of independence,

such that question areas pertaining to physical activities

of dai ly I iving, and independence in self-care, communiea-

tion and work are relevant. Assessment of functional leveì,

which measures the degree of disability as it relates to

these areas, is a common component of multiple sclerosis

surveys (Stazio et al., .l96!; Bennett et al., 1977; llatson

and Brooks, 1977i l'1iles, ì979) , and surveys of persons with

other disabiìities (Klein, 0ean, and Bogdonoff, 1967;

Skipper, Fink, and Hallenbeck, 1968; Franklin, 1977; Burnett

and Yerxa, .l980).

A variety of disabi I ity scales have been deveìoped,

incIuding one specific to mobiIity by tlcAlpine and Compton

(as cited in Bennett et al., 1977). The I'Activities of

Daily Living" scale as developed by Katz et al. (ì963b) has

been extensively evaluated as a survey instrument and

objective guide to studying the course of chronic i I lness.
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A disability scale developed by Kurtzke (ì961) was used in

the re-survey of persons with muìtiple scìerosis in

Winnipeg, l{anitoba (Stazio et al., l96l+) . ln more recent

work by Pavlou and Counte (1982), ¡lìness severíty was

measured on a five-point ambuìatíon scale. The needs

assessment surveys performed by provinciaì divisions of the

itultiple Sclerosis Society of Canada appear to have

integrated these tooìs in order to draw some conclusions

related to functional capabi I i ties.

The study by lilcDowel I (ì98.l) suggests that attention

be paid to monitoring three further areas incìuding:

emotional health and general psychologicaì weì l-being;

social health in terms of the extent and adequacy of social

contacts; and a positive health dimension that predicts the

individual's ability to cope with the disabiìity. Other

authors support the notion of attention given to these

additional areas. ln particular, Fìanagan ('l982) argues

that while there are many problems in subjective perceptions

of weì l-being, and overaì I qual ity of ì ife means different

things to different people, ¡t is, "... essential to get

these subjective evaluations by individuals concerning their

personal values and the extent to which these needs are

being filìed" (p.56).

Neugarten, Havighurst and Tobin (.l96.|) in their work

on I ife satisfaction, part¡cularly as it relates to the

aged, indicate that it is often necessary to measure

weì l-being so that other social and psychological variables



50

can be related to ¡t. They suggest that the approach to

studying wel l-being can be dichotomized into studies that

focus on the overt behaviour of the individual such as

patterns of social activi ty, or studies that focus on the

individualrs internal frame of reference and look at

individual perceptions of happiness and life satisfaction.

lluch less attention has been devoted to the identifi-

cation of needs in these areas in the studies of persons

with multipìe sclerosis or other chronic ailments. However,

as suggested by Neugarten, Hav i ghurst, and Tob i n (l 96ì) the

approaches do seem to fal I into the two categories -

measurements of overt behaviour or measurements of internal

frames of reference. The work by Franklin (1977), l,liles

(ì979), and Peyser, Edwards, and Poser (1980) are examples

of the former approach. The work by Pavlou and Counte

(1982) which looks at the atti tudes and bel iefs of mul tiple

sclerosis patients toward the¡r iìlness is an exampìe of the

ì atter

0ther studies, one w¡th a longitudinal design involved

patient and fami ly interviews and covered the foì ìowing

areas in order to attain a comprehensive picture of

psycho-social needs and contribute to the paucity of

literature in this area: rrdemographics; onset of illness;

symptomatology; source of diagnosis; patient's and fami ìyrs

in i t ia I and current react ions to 1,1 . S. ; changes in:

education, job, fami ìy relationshíps, friendships, sexual

functioning and leisure activities; knowìedge about 1,1.S.;
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counsel I i ng exper i ence; aids to adjustment; and contact wi th

communi ty agencies" (Scheinberg , 1g7g: 5lrì) . The study by

Bennett et al. 0977) paid particuìar attention to this

ìatter area, contact wi th communi ty services by the patient

dur i ng the prev i ous twe I ve month per i od ; through respondent

comments on the need for more services; and through

i nterv i ewer assessments on the need for add i t i ona I serv i ces.

ln the study by Braham et aì, (197Ð, a social needs

evaluation was performed in addition to measurement of

physical disability and dependency. Ten major social needs

were assessed based on interviewer assessments in the

following areas: social casework incìuding the patientrs

and famiìyrs reaction to illness and adjustment; finances;

homemaker services; nursing care; vocational rehabi I i tation;

fami ly social si tuation; household heìp¡ transportation;

recreation; and friendly visitors. The need was assessed as

absent, present, or unknown based on a series of questions

del ivered by the interviewer. ln the case of needs that

were present, the interviewer assessed whether the need was

being met satisfactorily or not, then further assessed how

(or by whom) the need was being met using the categoríes of

spouse, nucìear fami ly, extended fami ly, outside person or

community organization. The results yielded interesting

insights into both the areas of need for multiPle sclerosis

pat¡ents and their families, as weìl as the extent to which

communi ty agenc i es or fami I y were ut i I i zed to meet these

needs.
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Justification for concentration in certain areas that

affect physicaì, social and emotional wel l-being, can be

found in reviews of other needs surveys deal ing with

populations facing simi ìar problems as those of persons with

muìtiple sclerosis and their f amiìies. |1ost notable here

would be the elderly popuìation, who may experience some of

the same physical and psychological deteriorations over time

as are common to muìtiple sclerosis. A major difference,

however is that multipìe sclerosis affects young aduìts at a

time of major responsib¡l¡ty and life expectation in

contrast to the elderly who, for the most part, have

accepted some restrictions in activity and aspirations

(We inste i n, ì 970) "

Keeping in mind the simiiarities and differences

between these tb/o populations, needs surveys of the eìderly

can contribute to an understanding of the scope of potentiaì

needs . The extens ive survey by the lLlan i toba Depar tment of

Heaìth and Social Development (lgZl) looking at needs of and

resources for the eìderly in l'lanitoba provides useful

parameters on which to base the present study. The two

studies paral lel one another in that the decision to assess

needs based on assessments of the cl ients themselves was

deemed more important than assessments of needs as reported

by service agency personnel and other key informants.

Simiìarly, the two studies focus on a study of resources for

the purposes of planning based on their abiìity to meet the

needs of the target group.
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As a result of this simiìarity the needs surveyed in

the elderly study help to highl ight potential useful areas

of investigation in this study. ln the Hanitoba study the

fol lowing need areas were investigated: housing; household

maintenance and management; cìothing; physical heaìth;

mental health; functioning and care; psycho-social area -

including data on pursuit of interests and activíties;

fami ly and fr iends; community/n"ighbourhood; resources -

including famiìy, friends and community services; economics;

legal services; isolation; languagelrel igion,/ethno-cuìture;

and attitudes,/values,/self-image (llani toba Department of

Health and Social Development,197Ð. Whiìe this is an

extensive ìist it can be seen to overlap to some extent with

the need areas covered in other surveys of persons with

multiple sclerosis (".g. Scheinberg, 1979). ln a later

study of the needs of Jewish elderly in l.i innipeg, the needs

survey, based on this more extensive province wide survey,

but tai lored somewhat, ìooked at psycho-social needs,

shelter, household maintenance, ethno-culture physical

health and functioning, mental heaìth and functioning,

econom i cs, commun i ty prox í m i ty and commun i ty resources (Age

and 0pportunity Centre, lnc., ì978). Again, the trend

toward surveying needs in the physical, emotional and social

areas is supported.
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Commun i tv Suppor t Serv i ces

ln coping with a disease like multiple sclerosis, the

long-term care of the patient and the course of the disease

are influenced by the patientrs emotional stability'

intel lectual understanding and capaci ty to adjust to the

i I lness (Rose, ì980) . S¡mi larly, among fami ly members

directìy affected by the disease these same factors also

come into play. Yearwood (.l980) suggests that for sígnifi-

cant others in the patientrs life the role and perception of

these critical peopìe must be clarified. There must be an

understanding of prescribed medical regimes' availabíìity of

community resources, understanding of and adaptations to the

patíent's needs, and knowledge of the disease incìuding

myths and facts.

This would seem to suggest that an extensive role is

played by heaìth professionaìs during the diagnosis and

adjustment stages, as wel I as by communi ty and social

service workers as requi red by patient and fami ìy. A team

approach where more than one person is necessary to provide

optimal care is deemed essential (Yearwood' ì980). This

includes, as seen in Sìaterrs (1980) model and in the

psycho-soc ia I mode I of care out I ined by the l'lu I t iple

Sclerosis Society of Canada, 0ntario Division (1982) ' an

extensive network of health professionals and facilities'

community resources both pubì ic and private, volunteer

services, and self-help and mutual aid groups.
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This last category of self-help groups are defined by

the fol lowing characteri stics: a common problem; peer

support; helper-therapy principle; and consumer involvement.

The f i rst two character i st i cs are sel f-expì anatory; the

latter two requi re some eìaboration. The helper-therapy

principle is based on the premise that those who help are

helped aìso. Consumer involvement relates to Friedenrs

(ì980) work on independent I iving models whereby the

patient/cl íent/consumer has a major voice in the di rection

of services provided to him. Self-help groups can be seen

as opting for a self-care approach to some degree.

Self-care allows patients and famiìies to take the initia-

tive and be responsibìe for developing their own potentiaì

with an emphasis on wel lness not sickness (Yearwood, 'l980).

Although social service,/community service needs have

been highl ighted in some studies of multiple sclerosis

patients and fami I ies (Braham et aì., 19751 Bennett et al.,

1977), not aìì of the medical or psycho-social needs of

pat i ents can be met through prov i s i on of serv i ces. Bennett

and Yerxa (1980) in the¡r study of disabled persons, for

example, suggest that there is r'... overwhelming evidence of

a low degree of life satisfaction by the disabled persons in

th¡s study ..." (p. 206). Without attempting to determine

the cause of i¡,¡s low degree of satisfaction these authors

do suggest, ". . . that the prov i s i on of raditional rehabili-t

tation services alone does not quarantee I ife satisfaction"
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(p. 2O7) . However, the success of psychological attempts to

cope appears to be related to survivaì rates, the progres-

sion of functional disabiìity and the effects on life

satisfaction and fami ly stabi I ity (Pavlou, Hartings and

Davis, 1978). Perhaps this accounts in part for the

changing trend toward improving the psycho-social care of

persons with multiple sclerosis and their fami I ies, as

demonstrated by the development of the psycho-social care

modeì (lttultiple Sclerosis Society of Canada, 0ntario

Division, 1982).

Aporoaches to Ps o- social Carec h

Group therapy programs for persons with multipìe

scìerosis and their families are receiving increasing

attent i on i n keep i ng wi th efforts to meet the psycho-soc i a I

needs of patients and f amil ies. The work of the l'luì tiple

Sclerosis l'ledical Centre in Chicago, lìlinois beginning in

1972, is one example of this emphasis. The program was

designed to combine both medicaì and behavioural science

services for persons with multiple sclerosis and theír

fami I ies in one complete health care setting, thus avoiding

the consultative or referraì network normal ly used to obtain

psychological support services. The orientation of this

Centre is "... to help patients identify and facilitate

those behaviouraì, psychological, and social adaptations

which l1S requires, whiìe avoiding the creation of intermina-
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ble group programs" (Hartings, Pavlou, and Davís, 19761 6Ð ,

The programs of the Centre are organized to provide the

patient with the opportunity to deal with a wide range of

problems incìuding: relatíng the medical management of the

patient with an understanding of the disease, its impìica-

tions, and his/her personal expectations; clarifying the

fami ly's understanding of multipìe sclerosis with an

emphasis on its impact on fami ly I ife, vocational plans, and

fami ly relationships; discussing the practical problems of

the condi'" ion such as physicaì condition, mobil ity, f atigue,

sexuaì function and adjustment; and providing persons with

multipìe sclerosis a forum in which to discuss their

reactions and adjustments with other multiple scìerosis

patients. The emphasis is educationaì and "growth-orient-

ed"; the patient is not made to feel he/she requires

psychotherapy, s i nce no assumpt i ons are made concern i ng the

psychogenic component of the disease (Hartings, Pavlou and

Davis, 1976).

The authors note further that patients may I ink up

with the services at the Centre in a variety of ways. The

normal mode comprises an intake, orientation group, one or

more time I imited discussion group experiences including l0

to l5 persons with muìtiple sclerosis (of varying degrees of

severíty), a psychologist-leader, and long-term foìlow-up by

a staff psychologist that al lows the persons to uti I ize

psychological services at appropriate times in the future.
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ln addition, the authors note that in every group a critical

point is reached where either group cohesion occurs and

discussions continue with renewed vigor into more personal

concerns, or the group terminates by its own decision or

through lack of interest. The general conclusion, however,

in either of these instances is that the initial group

experience al lows the resolution of some issues for most of

the participants; some new questions raised; and some degree

of security in discussing the issue of adaptation with

Centre staff on a long term-basis. ln general ' the authors

suggest that, "Group part¡cipation provides the patient wi th

a series of models for deaìing with t4S in his ìife"

(Hartings, Pavlou, and Davis, 1976: 72).

I n I ater wr i t i ngs of the exper i ences wi th group work

at the Chicago Centre, Pavlou, Hartings and Davis (.l978)

i nd i cate the presence of certa i n roì e structures wi th i n the

group that emphasize the model ing nature of the group.

Typicaì ly, these include: the rrmost upset member" who

offers the group an initiaì focus and purpose and, at the

termination of the group may offer the group "l iving proof'l

that their ef f orts were ef f ective; the I'old prorr member who

has coped successfully with the disease and is welì adjusted

offering the group a role model of mature coping, strength

and stability; and the "clown" who admits that he/she is not

bothered by the condition and acts as a tension-reì iever to

steer the group away from sensitive issues. These authors
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suggest that each person with multiple sclerosis needs some

aspects of al I of these roles in adjusting successful ly to

the d i sease.

A further interesting point noted in the work by

Pavlou, Hartings, and 0avis (1978) ís the area of termina-

tion of the group. They indicate that many of the patient

groups have not termi nated, but have, in fact ini tiated

self-heìp groups after the formal end of the group (usual ìy

ì0 sessions) . The authors bel ieve that these ongoing

patient-only groups may indicate a posit¡ve step in

conquer i ng some of the dependency prob I ems (e. S . , dependency

on spouse, group- I eader) that of ten come w i th the d i sease

(Hartings, Pavlou, Davis, 1976).

ln addi tion, the self-help approach is val idated to

some extent with these findings. lnterestingìy, Pavlou,

Johnson and Lefebvre (ì979) noted that the comprehensive

programming of the Centre, which is firmly rooted and

dependent on the rr... primary investment of neuroìogists and

psychologists in the success of psychologic programsr' (p.

508) have served to stimulate a demand for addi tional

services, mainly in the area of social action, that the

program does not offer. These social action efforts in

areas such as employment discrimination, archi tectural

barriers, and subsidized housing, for example, are often

primary concerns over and above psychological issues. The

actions of self-help (patient-onìy) groups may stimulate

changes in these areas. Pavlou, Johnson, and Lefebvre
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(.|979) indicate however, that rehabi I itation psychologists

aìso must begin to consider the social factors that

contribute to a poor quality of life and minimaì life

satisfaction in addition to the psychological functioning of

the cl ient. Both components are interconnected to a large

degree, hence the importance given to

seems warranted.

psycho-socíal care

As indicated previously, the fami ly pìays an important

role in the rehabilitation process, and with muìtiple

sclerosis, their adjustment process must be given attention.

ln the work by Versluys (.l980) concerning fami ly dynamics in

the rehabilitation process, she emphasizes the use of family

task-oriented groups for various chronic conditions that

dramatically af f ect f amily relationships. llany of these

famiìy groups b/ere, in fact, forums where both the patient

and fami ly members, in a group setting, could interact with

the patient and with other simi ìar fami ìy units. Specific

to multiple scìerosis, the work by t'liles (ì979) reviewing

the social interaction of persons with multiple scìerosis

and their spouses may suggest that membership in the

l'lultiple Sclerosis Society is generally a shared venture

since it is an extension of their agreement to dissociate or

normal ize relationships. Not surprisingìy, spouses of

persons with multiple sclerosis, through the¡r membership in

the Society, weìcomed the opportunity to meet with others in

similar situations.
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ln a f amiìy needs survey conducted for the l,luìtiple

Sc I eros i s Soc i ety of Canada, Hetropo I i tan Toronto Chapter ,

by Yuditsky and Kenyon (1979), mention was made of family

support seminars which were designed exclusively for the

famiìy unit alone, rather than a joint patient-famiìy

session. lnformation dissemination, problem-sharing and

d i scuss i ons of cop i ng methods were the genera ì or i entat i on

of these seminars. The recommendations of this family needs

survey which paid particular attention to acjolescent

chi ldren in fami ì ies deal ing with muìtiple sclerosis

suggested that: fami ly support seminars shouìd include

i nformat i on regard i ng the ro ì e of the non-d i sab I ed parent ;

that an act i v i ty-centred group for ado I escent ch i I dren (ages

ì2-ì5) should be considered to act as a "verbal outlet'r and

recreational experience for peers; and mutual support groups

with an emphasis on the emotional ìevel should be organized

for the ì6 to.20 year age group. These types of activities

paral ìel the aims and objectives of the patient-oriented

groups and are useful suggestions for fuìfi I ì ing the

fam í I y's need for i nformat i on, consu I tat i on, and support as

they learn to cope with multiple sclerosis.

The work of Hartings, Pavlou and Davis (.l976), whi le

not underestimating the need for positive fami ly relation-

ships, presents an insightful anaìysis of the personal and

individual nature of multiple scìerosis. Their review

serves to highl ight the importance of a psycho-social

emphasis in the management of this disease in an effort to
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help the patient

thei r work wi th

pat i ents, these

reach an optimum

group counsel I ing

authors state:

level of coping. From

of multipìe sclerosis

Within limits, the individual ìearns that he can
define HS in a number of different, val id ways.
While he has little control over the disease, he
exercises considerabìe control over his response to
it and over its meaning in his I ife. These ìoneìy
tasks often caì I out the very best and the very
deepest human values. l.Je have found that even ideal
fami ìy relationships, or ideal occupational and
social climate are not nearìy as significant as the
individualrs feel ing that he can finding meaning in
his life in spite of physical handicaps" (p. 72).
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I,lETHOD O LOGY

The Survey

The needs identification of persons with multiple

sclerosis involved the use of a questionnaire designed to

obtain comprehensive information on their background and

demograph ics, 
.hea 

I th status, ì eve I of f unct ion ing as i.t

relates to activi tíes of dai ly I iving including performance

of personal care and household activities, mobiìity

incìuding the use of aids and special transportation

services, utilization of heaìth and community sèrvices,

employment and lei sure pursui ts, fami ly responses to

multiple sclerosis, and patientsr reaction to i I ìness and

copi ng mechani sms used to deaì wi th thei r adjustment

problems. Refer to Appendix C for the format of the needs

identi f i cation questionnai re.

The Sampì e

The sample for this needs identification study has

been derived from the most up-to-date mai I ing I ist of

persons with multiple sclerosis known to the llultiple

Sclerosis Society of Canada, l'ìanitoba Division. Although it

was not a complete list of alì persons with multiple

scìerosis in the province ¡t included both members and

-63-
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non-members of the ltlultiple Sclerosis Society and was felt

to be representative of the total patient population and

regions of the Province'of l'laniroba. From this list of

people, approximately 750 names, a random probabilíty

sampìe, stratified geographical ly by the eight health

regions (refer to map, Figure l) was selected using a table

of random numbers. Th i s enab I ed the sma ì I er numbers of

patients in more isolated ìocations throughout the province

to be adequately represented in the needs identification

phase. Approximately l2"a of persons listed resided in the

Winnipeg areai 282 resíded in other locations throughout the

province. Since the information handbook, as the uìtimate

outcome of the larger project of which this needs identifi-

cation is a prel iminary part, compi led service information

by the eight health regions of the province, this geographic

organization in the needs identification study was consid-

ered important since it wouìd permit ease in matching

patient needs with gaps in service provision. Refer to

Appendix D for further detai ls concerning sample selection.

Data Coì I ect i on

The needs identification utilized a mailed question-

na i re format an,d conta í ned predomi natel y structured

questions coded for computer analysis of the data. Some

unstructured questions were included in an effort to give

the respondents an opportunity to provide their own

opinions. The questionnaire was pi ìot tested, through the
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use of a panel of experts associated with the i\ultiple

Sclerosis Society to ensure that questions were in I ine with

the objectives of the study. Further to this, a representa-

tive panel of persons with multipìe sclerosis completed the

questionnaire to ensure that response categories were

accurate, that questions had an appropriate format,

sequence, and set of instructions. ln addition, the

questionnai re was val idated wi th !l of the respondent group

to determi ne i f quest i ons were i nterpreted as i ntended.

An extensive voìunteer network was set up to aid in

the data co I ì ect i on process. Respondents were i nstructed to

contact the locaì t'lultipìe Sclerosis Chapter or other

identified resource person if they required any assistance

in compìeting the questionnaire. To heìp ensure a high

response rate al ì responcients were contacted by Huì t i pl e

Sclerosis Society staff (lO Oays after the questionnaire had

been maiìed) to enquíre if they had received the question-

naire; to assist ìn its compìetion if necessary; to

encourage or remind the respondent to complete the question-

na i re; to coì I ect compl eted quest i onna i res i f the respondent

could not eas¡ly return it in the mail; and, in case of

refusal to complete the guestionnaire to identify, if

possible, some background factors that may help to define

the non-respondents (refer to Appendix E). ln addition,

postage-paid return envelopes, addressed to the l'lultiple

Sclerosis Society, llanitoba Division were provided to help

encourage resPonse.
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Data Ana I ys i s

Data from the questionnaire to Persons with multiple

sclerosis were analyzed by computer. An SPSS (Statistical

Package for the Social Sciences) program using the Frequen-

cy, Cross-tabuìation, and Nonpartial Correlation sub-pro-

grams b/as seìected to anaìyze the incoming data. lnforma-

t ion was stored i n I1ANTES (t'lan i toba Text Ed i t ing System)

fiìes. lt should be noted that a ì0? random sample of cases

were checked for possible coding and transcribing errors.

An error rate of 0. I 8U was found. Descr i pt i ve stat i st i cs

were the ma i n emphas i s of the ana I ys i s, and as such the

frequencies program was selected to analyze the data. ln

additiono cross-tabulations of variables that may indicate

specific trends \^/ere included. For example, cross-tabuìa-

tions of mobiìity status (question 17, Appendix C) with

leisure pursui ts (question, 3\, Appendix C) may corroborate

trends apparent in the I iterature (e.9., with decl ining

mobi ì ity comes decreased participation in leisure,/recreation

activities). f'leasures of association suitabìe for the

nominal level data predominant in the survey were also

generated in the form of chi-square statistics. 0rdinal

leveì data used the Gamma statist¡c. Spearman rank-order

correlation coefficients were aìso generated for seìected

interval level data (Nie et aì., 197Ð. Open-ended

questions were reviewed individual ly to note any obvious

trends and recommendations.



Chapter I V

RESULTS AND DISCUSSION

lntroduction

The data anaìysis to follow is based on l19 $9.52)

completed questionnaires received during the !-week period

of data col lection. Figure 2 presents a graphic dispìay of

the rate of return of questionnaires by health region on a

week-by-week bas i s through the data col I ect i on phase.

Data anaìysis is descriptive in nature in keeping with

the obj ect i ves of the study and quest i onna i re des i gn. The

first of the three major sections of this chapter presents a

frequency analysis performed on aì | 226 variabìes in the

quest i onna i re. The most i nformat i ve frequency ana I yses

within each of the twelve areas of concentration in the

questionnai re were seìected for di scussion and interpreta-

tion. However, Appendix F, Tables 26 to 85, presents

frequency displays of al I other variables investigated

within the tweìve areas of concentration in the question-

naire.

Analysis of reìationships and trends with supporting

statistics (i.e., chi-square for nominal level variables;

Gamma for sets of variables that are at least ordinaì or

d i chotomous; and Spearman rank-order corre I at i on coef i c i ents

for selected ordinaì or intervaì variables) is provided in

-67-
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the second section of this chapter. ln this more detailed

review of the data, noteworthy variables from each category

r^rere cross-tabulated with age, sex, health region (Winnipeg

or non-Winnipeg), â disability score and an adjustment

score. Cross-tabulations control I ing for other confounding

var i ab I es were a I so performed on sets of var i ab I es that

could help support or refute some of the findings of the

literature reviewed. A discussion of non-respondent

characteristics is aìso proviOea at the end of this chapter.

F requency Ana I ys i s

Demograph i c Factors

Demographic factors were invest¡gated in questions I

through 6 of the questionnaire (Appendix C). Noteworthy

within this category was the response rate by each of the

heaìth regions. Refer to Figure I for a map outl ¡ning the

locations of the health regions. Table 26 (Appendix F)

indicates that the Westman Region had the lowest response

rate of 40.0U. As indicated in the I imi tations section, the

city of Brandon, the major centre of this region had been

the site of prior surveys of multiple sclerosis patient,s,

perhaps contributing to a poorer response from the area in

this survey. Response rates of at least 50.0t were evident

from al I of the remaining seven health regions. The

lnterìake and Norman regions each provided response rates of

r 00 .0u.
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0ther noteworthy demographic factors included the

disproportionate female to male ratio among the respondents.

Female respondents accounted for 65.jï of the total; male

respondents 34.51. Al though the prevalence of multiple

sclerosis is slightìy higher in females by a 55.1+! ratio

(Scheinberg, ì978), the disproportionate female to male

response ratio in this study is also related to a female

bias in the patient ì ist from which respondent names were

randomìy selected. A review of the patient I ist indicated a

female bias among the names I isted, in the ratio of 67:33

(femal e to ma I e)

0ther demographic factors included the fact that the

major i ty of respondents were marr i ed (67 ,22) , i n a househol d

with spouse (Zl.OZ), or spouse and dependent chi ldren

ß2.82) , and 68.62 res ided i n the i r own house (Tab le 27) .

Hea I th S ta tus

Hea I th status i nformat i on was i nvest i gated i n

questions 7 through 10 of the questionnaire (Appendix C).

ln terms of date of symptom onset, the majority of respon-

dents (58. ¡{U ) i nd i cated that they had exper i enced symptoms

for at least I ì years or more. S¡mi larly, the length of

time with the diagnosis was at least 6 years or more for

76.32 of respondents. The newly diagnosed (less than I

year) accounted for a smal I proportion (\.22) of respondents

(Tabìe 28). This may be an indication that those having had
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the diagnosis for a longer period were more likely to

respond to the questionnaire, presumabìy because they were

at a level of adjustment or stage of coping where sharing

this type of information was considered important, a stage

such as af f i rmat ion or integrat ion i n the litatson and Brooks

(1977) model. However, the lower response rate from the

recently diagnosed may simply reflect the fact that the

patient I ist underrepresents this group. Unfortunately,

this factor couìd not be veríf ied in any þ/ay since medical

history was not contained in the patient I ist.

Patientsr descriptions of their conditions ranged

widely between the five aìternative descriptions offered, in

keep i ng w i th the nature of the cond i t i on. The group

describing their condition as 'rrapidìy progressingr' (7.72)

may be underrepresented in comparison with estimates of the

size of this group in the I iterature. Despite the fact that

assistance was offered to all respondents, ¡t is likely that

this group, in particuìar, wouìd have had the most difficuì-

ty i n respond i ng to the quest i onna i re due to phys i ca I

ìimitatíons, perhaps explaining a lower response rate. The

group describing their condition as I'minimal symptomsrl

(1 3.7",6) may also be underrepresented, however those

describing rrother'r condition descríptions (6.0U) general ly

offered comments indicating a ìow number of symptoms and/or

a stable condition (Table 29). Not surprisingly, the

symptom checkl ist indicated a tendency toward fatigue (ttre

most commonly cited symptom, found in 86.32) and symptoms
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indicative of mobilíty problems such as decreased sensation

in limbs, muscle weakness, and ìoss of balance (faUle 3O).

ln general, the total number of symptoms reported by a

respondent was wide ranging (from 0 to greater than 12

symptoms) in keeping with the wide ranging condition

descriptions offered and the nature of multiple sclerosis

(Table 3l). However, it appears that the health status of

the respondents adequately represented the nature of the

condi tion i n the population where the course of the

condition and symptomatology varies widely from person to

person.

Activities of Daily Living

I nformat i on i nvest i gat i ng the extent to wh i ch the

respondent could independentìy perform selected household

and personal care activities was contained in questions lì

through ì6 of the questionnaire (Appendix C). ln the

performance of six selected household activities the lowest

response (38.72 of respondents) in the category of "no heìp

needed'r was for the task of cleaning; highest was 66.72 for

chi ld care. Activities requiring assistance from another

person ranged between 17.62 for meal preparation to 30.62

for shopping. lnabi I ity to perform the activities ranged

between a low of l.jZ for chiìd care to 27.12 for washing

clothes (Table 32) . General ly 28. lt of respondents

indicated complete independence in performing the six

household activities. At the other extreme,28.9Z indicated
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that they required the assistance of another person to

perform all six activities (Table ll) . These f indings

appear consistent with what one could expect gíven the

health status of the respondent group as previously

out I i ned.

An inquiry into the source of personal assistance in

performing household activities appears to support the

findings of other studies. For exampìe, 52.6\ of the

respondents uti ì ized members of their household as their

source of assistance; with paid heìp or community workers

(e.9 . , Home Care) account i ng for 3\ .62 of th i s ass i stance;

and friends and relatives outside of the home accounting for

6,1+Z (Table 34) . Similarly, the work by Braham et al.

097Ð suggested that patients and fami I ies were meeting

their own needs without outside help and that a large number

of needs were unmet by the community. The work by Frankì in

(1977) supports the fact that the extended family does not

compensate for ìoss of health of a family member, such that

the majority of the responsibility lies with the nuclear

f amily.

Despite this rel iance on household members and the

nuclear fami ìy, only 2J.Ol felt they required further

assistance in perf orming household activities; 9.5?ó were

unsure (faUle 35). t/ithin this group, restrictions in

obtaining assistance were related to not having made an

effort to obtain assistance, (2O.OZ), financial constraints
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(20.0U), and other factors (50.02) such as I imitations in

the range of services Home Care can provide and the

pat i ent's fee I i ng that they wanted to rema i n i ndependent as

long as possible. lnterestingly, ìack of assistance

avaiìability in the respondent's region and,/or not knowing

how to obtain assistance were not considered major re-

str i ct i ons (Tab I e 36) .

Simiìarly, a list of ten personal care activities

i nd i cated s imi ì ar ranges of i ndependence i n performance as

was seen with househoìd activities, although a higher

percentage viewed themselves as "completely independentrr in

personal care activities reìative to household activi ties.

For example, in the "completely independentil category the

range of response was f rom a low of l+l+ .62 f or wa ì k i ng

outside to a high of 82.57 for eating (Table 37). f,lore than

55.02 of respondents indicated that they couìd indepenciently

perform at least seven of the ten personaì care activities

(Tabìe 38) .

Source of personal assistance, the need for additional

personal assistance and restrictions in seeking additional

personal assistance fol lowed the same pattern as was found

for household activities (Tabìes 39, 40, 4l).
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l'lob i I i ty and Transportat ion

l'lob i I ity status of the respondent and comments on

transportation servi ces i n thei r area were obtai ned i n

questions l/ through 22 of the questionnaire (Appendix C).

ln terms of mobi I ityr pêrsons with multiple sclerosis

were asked to rate their level of mobility by selecting one

of eleven statements that best descr ibed thei r mobi I i ty.

lnterestingly, the three most common responses, each

receiving 16.7"< of the response were increments along the

continuum of mobility, that suggested a fairly equal

representation from al I mobi I ity leveìs including'tdecreased

activ¡ty" due to multiple sclerosis, to ilwalking aìone with

the use of aidsil to "use of a wheelchair excìusively and

inabiìity to transfer" (Table 42). These mobílity indica-

tors are in keeping with the I iterature that suggests

multiple sclerosis has general ìy three varying courses. ln

33.32 it occurs in a miìd form with minimal limitations; for

33.32 ¡t is slowly progressive perhaps requiring the use of

aids; and for 33.32 it progresses more rapidìy and is more

debilitating, perhaps confining the person to a wheelchair.

The quest i on concern i ng adequacy of transportat i on

services general ly suggested that these services were not

considered difficult to obtain. The large number of'rnot

app ì i cab I err responses and rrother commentsrr , however ,

indicated that the question was not interpreted as intended.

Persons who uti I ized personal cars or had fami ìy members as
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a transportation source considered the question not

appl icable or provided other comments because they did not

utiìize public or commercial transportation services.

Generaì ìy, obtaining transportation services (whether this

be interpreted as use of public and/or commercial services

or publ ic and personal services) was considered "veryt' or

'¡somewhat dif f icult" by 19.7"A of the respondents (Tabìe 43) .

Simi I arly, in the study by Bennett et al. (1977) more than

3OZ of respondents saw the need for improved services in the

transportation area.

For those who uti I ized publ ic transportation (¡us) or

commercial transportation in the form of taxi or wheelchair

vans, the majority of respondents (over 662) ranked them as

"general ly convenient and adequatetr. However, of the 28

respondents who used Handi-transit services, only l2 (t+2.92)

rated it "generally convenient and adequater', while ì6

157.12) rated ít at least'rsomewhat difficult to arrange -

moderately convenient¡r (Table 44) .

Open-ended comments to the transportation adequacy

question yield 2! (2\.\Z) responses wi th comments i ncludi ng:

diff¡cuìties with Handi-transit services (u.g., not coming

to the area; pr ior i ty given to wheelchai r-bound not

ambuìatory with canes; inconvenient scheduling and plan-

ning); wheelchair vans and taxi services too expensive; and

the need for electric wheelchairs and/or ramps in the home

to improve mobility.
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I n terms of the necessity for aids

the /2 respondents

assistive

one aidusrng

fur ther

and

devices, only l0l of

more felt that they

devices (Table 46).

or

could benefit from assistive

ln an effort to determine a score for the overall

di sabi I i ty of the respondent, responses to five questions

(i.e., guestions 10, Iì, ì¡{, l/ and 2l), dealing with totaì

number of symptoms reported by the respondentr pêrformance

of activities of daiìy ìiving, mobility ratings and use of

aids were summed, divided by the number of variables

involved and rounded off to the nearest whole number. cases

that had missing values for any of the variabìes comprising

the score were excluded from the frequency analysis of

disability scores. while this decreased the number of cases

for which a disability score could be calcuìated, a failure
to control for missing values wouìd result in a bias toward

lower disabi I ity scores. lt is worth noting that disabi I ity
scores were based on a summation of l6 variables; 3

variabìes (e.g., chi ìd care, walking inside, walking

outside) with larger numbers of missing vaìues were excluded

from the disability score calculation in an effort to offset

the reduction in case size on which the score was based.

The frequency of disability scores is presented in Table l.
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ÎABLE I

SUM¡IARY OF DISAEILITY SCORES

Disablllty
Score

Frequency

88

2.5

Percent
('t)

100.0

(N)

I
2

3

4

5

18

28

26

L4

2

20.5

31 .8

29.5

15. 9

2.3

Total

Mean

Standard
Deviation 1.1

As Table ì indicates, disabil¡ty scores, calcu¡ated

for 88 (73.92) of the ìì! cases.had a possible range of

scores from ì, indicating a ìow disability level to 5'

indicating the hioh disability level. Results indicated

that the majority of respondents (52.32) for whom disabi I ity

scores could be calculated had disability scores in the low

range (scores of I and 2). However, 18.22 of the scores

were in the upper ranges, with a further 29.52 in the middle

range. This would suggest that for the 88 cases, the range

of disability was fairly representat¡ve of what one would
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expect in a sample of mul tiple sclerosis patients. Each

level of disability was represented with perhaps a slight

overrepresentation of those with less disability and a

s I i ght underrepresentat i on of those wi th more ser i ous

disability. The exclusion of Jl (26.12) cases due to

missing values may explain this tendency, particularly since

the author noted that missing values for many of the

variables comprising the score were more common among the

institutional ized because they were less appl icable to this

group. This was also the group who would be expected to

have disabiìity scores in the higher range.

Health and Community Services Utilization

Utilization of health and community services was

i nvest i gated i n quest i ons 23 to 28 of the quest i onna i re

(Appendíx C) and also included some comments on financial

resources of the respondent. Noteworthy in this category

was the utiìization w¡thin the p'ast twelve months of

physician services, particularly fami ly practitioners by

77.12 of the respondents, neurologists by \7,92, and eye

special ists by 39.3"A of the respondents. ln the area of

rehab i I i tat i ve serv i ces, 29 ß3,72) of 86 respondents

uti I ized physical therapy services and ì6 (19.02) of 84

respondents ut i I i zed occupat i ona I therapy serv i ces.

Approximately one-third of those responding to the question

utilízed community nursing services in the form of Home

Care/V.0.N. or publ ic health nursing. Social workers were
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the most commonly uti I ized counsel ì ing professional (Table

tZ). 0nly 6,92 of the respondents did not utiìize any

health or community services. The largest proportion of

uti I ization was for 2 services in the previous l2-month

per iod by 20 .7'a of respondents (taU I e 48) .

Awareness of the type of services provided by selected

commun i ty agenc i es i nd i cated that the maj or i ty of respon-

dents were ah/are of a relatively smal I number of community

agencies' services. The Hult¡pìe Sclerosis Society,

Handi-transit, Home Care Program, and Society for Crippled

Chi ldren and Aduìts were agencies with whom the majority of

respondents were fami I iar wi th the type of services

províded. These were also the services receiving the most

contact over a l2-month period (laUle 49). Other areas of

community service such as crisis intervention or vocational

rehabi ì itation may have been too speciaì ized for the

respondents. lt is also possible that the respondent was

fami lar wi th the agency name, but simply was unfami lar wi th

the specific type of services offered by the agency.

Questions related to medi cal care of the person wi th

mul tiple sclerosis indicated that only 19.0U of respondents

were not currently under some medical supervision (e.g.,

fami ly practi tioner, neurologist, etc.) for the treatment of

symptoms of multiple sclerosis (Ta¡ìe 52). The importance

of this contact has been well documented in the literature

(Yearwood, ì980; l,lultipìe Sclerosis Soc¡ety of Canada,
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Ontario Division, 1982). For those persons not under

physician care at present, I I persons (50.02) indicated they

did not want to be referred for medicaì care (Table 53).

This wouìd indicate perhaps a different level or method of

coping or stage of adjustment by this group when compared to

the majority of respondents who were seeking medical care

for muìtipìe scìerosis.

The recentìy initiated multiple sclerosis cl inics in

l,Jinnipeg, providing neurological, nursing and social work

consultation to the patient were of interest (as specified

by their desire for a referral) to l0.l+Z of the lì2

respondents who had not yet attended a cì inic. A further

14.31 of these respondents were unsure as to whether they

would I ike to be referred. 55.\Z indicated they did not

want to be referred. Some respondents, however r eu€ì ì i f i ed

this by stating they did not feel it was necessary at the

present time (Table 54).

The maj or i ty of respondents (76 .52) i nd i cated that

their financial resources were adequate to meet their needs

(Table 56). lncome of a fami ly member was the primary

source of income for those persons who were not employed

(faUte 57¡. When financiaì assistance was required (19..l8

of respondents required assistance - Table 59) it was

generalìy needed in one of eight areas cited (faUle 58).

l'lost commonìy this assistance was required in the transpor-

tation area (l0.lU) or the area of aids or assistive devices

(g.\Z). This wouìd suggest, then, that while f inancial



Bz

resources may be adequate for essentials such as food,

clothing, and shelter the adequate mobility of and/or

comforl"/quaìity of life for a small group of respondents

couìd only be satisfied wi th supplemental financial

resources (Table 58). lt is worth noting that while this is

a smal I group, â Simi lar sized group (19.72) viewed

transportation services as "very diff icultil or rrsomewhat

diff icultl to arrange (Table l+3) and 8.81 indicated the need

for additional aids or assistive devices (faUle 46).

Employment and Activi ties

Quest i ons 29 through JJ i nvest i gated the empl oyment

and activities area in the questionnaire (Appenaix C). The

majority of respondents indicated that they did not work

(48.¡Z) . A further 26,32 ìabel led their occupation as

housewife,/homemaker ref lecting the majority of female

respondents. A smal I proportion of respondents ç7.8:<)

considered their employment/unemployment status as part-

time. 50.0? of those working part-time did so mainìy

because of their multiple sclerosis. Similarly, 53 $2.1+Z)

of those unemployed on a full-time basis considered their

multiple sclerosis as the prime reason for their inabi I ity

to work,/or f ind work (Table 6O). Barker (19À8) notes that

the underprivileged status of a handicapped person is

exempì ified in I imitations imposed on their employment. The

findings of the Ottawa multiple sclerosis needs study
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i nd i cated that 39? of non- i nst i tut i ona ì i zed respondents

under 6! years of age were experiencing emotional and

economic hardships due to their inabi I ity to work (Bennett

et al., 1977) . l.Ihile comparable numbers of patients were

unemployed in this study, economic problems were not as

prevaìent, perhaps in part due to the large number of

females in this study and income from other family members.

It is worth noting that onìy 22 (.l9.3U) respondents

indicated that they had to change jobs because of their

multiple scìerosis. 0ne interpretation for this unexpected

low figure, given the number of unemployed respondents, may

be that those who are currently unemployed primari ly due to

their muìtiple sclerosis, did not chanqe jobs because of

muìtiple sclerosis, but left the job market entirely (Ta¡le

6t).

Vocational rehabiìitation, as one method of integrat-

i ng the hand i capped wor ker i nto su i tab I e emp ì oyment was

utilized by a very small percenrage (1.82 - ta¡le 6l). The

low rating of awareness of this type of service may be one

reason for this tren¿ (taUle ¡r9). 0f the ìì2 respondents

who were not util izing the service, 23 QO.5Z) indicated

that they would I ike further information about it (TaUle

6l).

Fami ìy member career changes due to multiple sclerosis

occurred among 16.12 of respondents (Table 6l). The

literature suggests that such a change among family members

may be necessary, and serves to highl ight the extent to
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which the family is used as a resource by the person with

multiple sclerosis (Versluys, ì980) .

Le i sure and Recreat i on

Questions 34 and J! in the questionnaire (Appendix C)

were directed at the leisure and recreation area. VJhile

only 28? of the respondents participated in organized social

and recreational programs (Table 62), 30.22 of the respon-

dents indícated a personal need for participation in this

area, while a f urther l9.OZ r^/ere unsure about their need f or

participation (Tabìe 63) .

ln the absence of comparabìe data from the non-handi-

capped population, the apparently Iow participation in

organized recreation by persons wi th mul tiple scìerosis

serves to highlighr the fact that with disability and

handicap (even if only rated as decreased activity) comes

ìess time for leisure and recreation. ln the study by

Frankl in (1977), 6O2 of the disabled in rhe srudy had

stopped engaging or reduced participation in social

activities.

lnformation and Education Services of
Soc i ety

the l'lul t i ple Scìerosi s

The area of i nformat i on and educat i on serv i ces

prov i ded by

in questions

c). of six

the l,tultiple Sclerosis Society was i nves t i ga ted

(Append i xJ6 through 40 of the questionnaire

major services areas within the scope of the
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Pat i ent Serv i ces Program, on I y the area of ,'i nformat i on on

current researchil was acknowledged as a service area where

the majority of respondents had received information

(66.1+Z). lt is noteworthy that in the area of "information/

education for chi ldren of persons with multiple sclerosisrl

onl y I I .5? of the respondents had received i nformat i on.

Since this is an area in the I iterature where there are

deficits in current research, this is not unexpected.

However, it is an area where the l'lultiple Scìerosis Society

i s beg i nn i ng to focus more attent i on (Yud i tsky and Kenyon,

197Ð. lnformation for the newly diagnosed, considered in

the literature to be an important time for ensuring adequate

understanding of the condi tion, was also received by only

ì!.8? of respondents (Table 64) .

The patient's and fami ìy's interest in receiving

information (if they had not received some already) in the

s¡x service areas rnay help to highl ight the areas in which

the l'lultipìe Sclerosis Society should priorize their

educational services. Not surprisingly, 75.02 of the

respondents were interested in information on current

research. I nformat i on on advocacy concern i ng pat i entsl

needs and rights was the next most requested area of

information, fol lowed by: education/information for the

spouse; assistance in seeking heal th and social services;

education/information for chi ìdren; physician referral

information; and final ly orientation sessions for the newly
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d i agnosed (Tab ìe 6l+) . Th is latter area was not cons idered

as important because the majority of respondents had their

diagnosis for several years.

For those who had received information services in the

areas mentioned, the major i ty of respondents in al I six

areas i nd i cated that they understood the i nformat i on. The

majority of this same group did not specify if further

information was required, however, again, the area receiving

the highest demand for additional information was that of

information on current research by 39.O?ó of respondents.

Physician referral information and heaìth and social service

assistance were the second and third most reguested,

respectively, fol ìowed by: information for chi ìdren;

i nformat i on for spouse; i nformat i on on advocacy of r i ghts ¡

and lastly orientation for the newly diagnosed (Table 65).

ln terms of information and publ ic relations services

provided by the lluìtiple Sclerosis Society, further

information about muìtiple sclerosis directed at three

areas, the general publ ic, health professionals, and

business and industry was considered important by the

majority of the respondents (fa¡le 68). 0ther areas for

further concentration included: information for home care

attendants and orderlies; more intensive public relations

efforts to generate research funds; and increased efforts

with the school-aged group.
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ln Table /0 a list of six activities in which patients

and fami I ies couìd be involved was offered to determine the

extent of interest in such activities. For alì six

activities the majority of respondents (6Z.ZZ or more)

indicated that they werer¡not interestedil in the activity.

To some extent this trend is documented in the ì iterature.

For example, the work by Burnett and Yerxa (.l980) concìudes

that not all medical and psycho-social needs of patients

could be met through service provision. For those who

expressed some interest in the activities, "voìunteer

vis itorsrr f ol lowed by rrtelephone contact with other mul tiple

sclerosis fami ì iesil were rated most highly. There was least

i nterest i n 'rc ì ubs and organ i zat i on" and "out i ng and day

trips'r. llobi I ity I imitations may perhaps be a factor here

affecting the interest level. Limited interest inrryogar',

'rclubs and organizations", and "recreation, arts and craftsrl

was also in I ine with the current I imited participation in

organized recreation and I imi ted need for it as perceived by

respondents (Tables 6Z anA 63) . lt is worth noting,

however, that when interest was shown in a particular

act i v i tv by the respondents, the respondents, whether a I one

or with their family, wanted to participate in the activity.

The strong link toward doing activities with the famiìy and

not allowing the family to exclude the person with multiple

sclerosis is considered important to the patientrs adjust-

ment in the I iterature (Power and Sax, .|978).
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ln a long I ist of fourteen patient-fami ly services the

extent of interest among patient and fami ly (as answered by

the patient) in either becoming involved or obtaining

further information concerning these activi t¡es was again

minimal. As low as \.22 to as high as 2\.52 of the

respondents indicated an interest in the activities. 0f

particular note, however, was the fact that the majority of

respondents (57.82) indicated interest in information

concerning diet and nutrition (Table 7l). The interest in

this area to the exclusion of other areas such as counsell-

ing and discussion groups is noteworthy since psycho-social

support of the patient and famiìy is suggested in much of

the ì i terature (e. g. Pavl ou, Hart i ngs and Dav i s, 197Ð .

Perhaps the interest in this area is related to the fact

that diet and nutritional interventions are frequentìy c¡ted

as being of some therapeutic or curative value within the

popular literature. However, they ha.ve proven of minimaì

value in scientific study (personal communication, l,lultipìe

Sclerosis Society, l.lanitoba Division, ì983) .

ln a selected group of eight patient services,

interest in seeking further information or participation was

aìso fairly I imited. The three main areas of interest were

for services such as physical therapy (lZ.OZ); water therapy

and aquatics 127.12); and seminars on changing ìifestyles

(25.52) (Table 72). However, ìl+ respondents indicated an

interest in group discussions for single multiple sclerosis
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patients. This is just ìess than 16? of the number of

respondents who were single, divorced/separated or widowed,

thus it becomes a significant number. Similarly, ìl

respondents indicated an interest in group activities for

young persons with multiple sclerosis. Since there were

onìy a total of 22 respondents in the age range 16 to 35

years, the interest of 50.08 of these respondents in group

activi ties is very high relative to the response levels for

other pat i ent serv i ces.

Famiìy Reaction

Questions l+l through 4J were related to the area of

family reactions to muìtiple scìerosis. ln Table 73 a large

number of respondents (38.32) indicated that difficuìty in

adjustment to multipìe scìerosis by the f amiìy was rrnot

applicablerr, some qualified this by saying that all family

members had adjusted wel I to the condition. The large

number of responses (21 .52) i nd i cat i ng that spouse/partners

had the most difficuìty adjusting is not surprising

considering the fact that 67.22 of respondent were married

and 10" lU were divorced or separated. A total of ìl+.91 of

respondents rated chi ldren of various ages as having the

most dif f iculty in adjusting. The 'rotherl category yielded

I 2. lZ of the response and genera ì I y the respondent i nd i cated

rrself" as having the most diff iculty with adjustment.
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For married respondenrs, theír rating of their

spouse's understanding of the condi tion was excel lent or

good by 8l+.18 of the respondents; and excel lent or good by

72.32 of the respondents i n rat i ng ch i ì drenrs understand i ng.

ln only a very small number of known cases did a spouse or

child actually fiìl in this rating for the respondent who

could not complete the questionnaire for his/her self.

However, it is possible that this rating exaggerates reality

in cases where spousest and/or chi ldren heìped the respon-

dent complete the questionnaire (Tabìe 7lr) . Further, the

patient's rating of fami ly understanding may be misleading

since the patient may suppress criticism of the fami ly for

fear of abandonment or loss of affection (Burnfield and

Burnfield, ì978).

Despi te these high ratings of understanding, 35.12 of

the respondents indicated that they would ì ike their spouse

to learn more about multiple sclerosis; l*5.52 wanted their

chi ldren to know more about muìtiple sclerosis. Unsure

ratings were aìso quite high for both of these categories

(Table /!). The literature strongly supports this need for

family understanding (Versluys, ì980), and the patientrs

need to feel that they sti I I hold an important posi tion

within the family (Power and Sax, 1978).
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l./e ì I -Be i ng and Suppor t Sys tems

Questions 44 through 48 investigated the wel ì-being

and support systems of the respondent. ln Table /6, seven

sources of support were listed with ratings of the extent to

which they were an important source of support for the

respondent. Fami ìy members ranked as the most important

source of support for 76.12 of the respondents. The

I i terature suppor ts th i s trend. F r i ends were ranked second

overal ì; fol lowed by physician, spiritual affi I iation, and

the l'lultiple Sclerosis Society. Respondents citing rrotherrt

sources of support usual ly specífied themselves as important

in helping them cope with muttiple sclerosis (Table 76).

ln a I ist of twelve potential problem areas for the

person with multipìe sclerosis, limitations in actívities

were rated the most probìematic, fol lowed by: physical

symptoms caus i ng d i scomfort, i nsecur i ty about future hea I th

status; inability to work; and changes in ìifestyle.

l'larital problems, f inancial burdens and changes in associa-

tions with friends and famiìy were the least problematic on

the I ist (Table 77). This might tend ro suggest thar

multiple sclerosis, whiìe causing disruptions to marital,

fami ly, and sociaì relationships, is, at ìeast for the

patient, a problem that affects one's physical and psycho-

logical rself' to a greater extent. The.work by Braham et

al. (197Ð also concluded that the greatest number of needs

existed in the subjects' reaction to the illness. As

suggested by Hartings, Pavlou and Davis (ì976), in their
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group counsel I ing work with multiple sclerosis patients,

even 'ridealrr fami ìy and social relationships are not as

signíficant as the individual's personal feeling that he,/she

can adjust to the disease and find meaning in his/her life.

Since adjustment and positive self-concept are important

infìuences on the extent to which the person restricts

his/her activities, low adjustment ratings help to explain

the I imi ted interest in various patient-fami ìy recreational

and group programs (l,latson and Brooks, 1977) .

The extent to which the patient is worried or bothered

by thoughts about multiple scìerosis indicated that 72.\Z of

the respondents were at least ilsometimes" worried about

multiple scìerosis (Table 78).

An adjustment score was derived from a summation of

tweìve variabìes comprising question l+5. As was the case

with the disabiìity score calculation, missing values were

excluded from the frequency analysis to insure that the

score was not overrepresented at the low end of the scale.

A frequency analysis of these scores revealed the fol lowing:
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AdJustnent
Scores

TABLE 2.

SUMMARY OF ADJUST}IEM SCORES

Frequency
(N)

I
2

3

4

5

L2

33

39

7

0

Perc rrn t
(äj

13.2

36.3

42.9

7.7

0.0

100.0

0.8

As Tabìe 2 indicates, patient adjustment scores,

ca ì cu lated f or l1 (76.5?6) of the ì I ! cases had a poss ib ìe

range of scores from l, indicating a hiqh adjustment leveì

to 5, indicating a poor adjustment level by the respondent.

Results indicated that \9.'5% of the respondents had

adjustment scores in the range that suggested a positive

adjustment to the eondi tion" The expected problems of

lifestyle changes, physicaì limitations and discomfort, for

example, b/ere never or rareìy a problem for this group. The

rema i n i ng !0 .52 of the cases had adj ustment scores i nd i cat-

ing sl ightly more diff¡culty with adjustment. However,

extreme diff¡culties with adjustment as h,ouìd be indicated

by a score of ! were not present in this group.

Based on the I iterature concerning multiple sclerosis

pat ient adj ustment (e. S. , l'latson and Brooks, 1977:' Braham et

â1., 197Ð, the adjustment level among the 9l cases appears

to be quite high in this study group. The cases for whom

Total

Mean

Standard
Deviarlon

91

1Ë
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adjustment scores could not be calculated due to missing

values may explain this trend since the more disabìed group

(i.e., those facing more adjustments) tended to be Iess

complete in their responses to guestions, hence creating

more missing values. ln addition, as previousìy noted, the

group describing their condition as 'rrapidly progressing',,

assuming they have more difficulties with adjustment

(including finances, physical discomfort, etc.) was

underrepresented in the entíre respondent group, perhaps due

to physical I imitations in responding to the questionnaire.

Thus, whi le adjustment scores are insightful parameters on

the patientrs wel l-bei ng, they must be interpreted wi th

caution in ì ight of the I imitations in data col lection

previousìy outìined.

Other sources of support were avai labìe to 7\.37 of

the patients in the form of l,lultiple Scìerosis Society

aL--ù--^ :, ¡L^:- ^--- -L- --.- 
!¡,ncrpLcr 5 t¡¡ Lilctr drcd. ¡ne new tmpgrLance aILacneq [o lne

work of the voluntary agency has been documented in the work

by Slater (1980) and is supported here. For those who did

not have a chapter in their area,84.6l expressed a need to

begin one (Table 79). Expectations of a chapter were viewed

to be: information giving (g8.Of); research (82.22);

fund-raising (8.l.2U), assistance (80.52); and counsel I ing by

65.9'a of the respondents (laU le 8O) . I t is interest i ng that

counsel I ing was the least commonly expected service of a

chapter since much of the work by Slater (1980) emphasizes
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the voluntary agencyrs role in psycho-social support of the

patient.

Loca I Commun i ty Serv i ces

Quest i on lrl of the quest i onna i re (Append i x C)

investigated the availability of essential community

services. ln Tabìe 8ì, the list of eight community services

indicated that these services were viewed as avai labìe to

the major i ty. 0nly theatres and sports faci I i ties received

sl ightly lower affirmative responses as to avai ìabi I ity.

These services were regarded as accessible to those

respondents completing this part of the question. lnacces-

sibílity ranged between a high of lO.J'A of the responses for

church facilities to a ìow of J.lZ of the responses for

physicianrs offices. Generaìly, one may assume that

essential community services were considered availabìe and

accessible to the patient (Ta¡le 8l).

The ìocation of emergency services was known and

specified by over !0.01 of the respondents (Table 82) and

sources of contact in an emergency were generaìly cited to

be relative or fami ìy (Table 83).
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AddÍ tional Comments from Pati ent, Fami ly and Heaì th
Professionals

The f i na I port i on of the quest i onna i re offered

patients, fami ly members and health professionals the

oppor tun ¡ ty to make any add i t i ona I comments . Respondents

utilized this section most frequently to the extent that 37

(3ì. lZ) provided addi tional comments. Eleven spouse

comments were offered; five comments from chi ldren of

persons with multiple sclerosis¡ three commeRts by parents

of persons with multìple sclerosis; and six heaìth workers

(3 public health nurses and 3 home care attendants) offered

their remarks.

Patient comments were varied in nature. I'lany

patient-respondents simpìy provided addi tional information

on their health status and/or coping abiìíty. l'lany

commented on services and programs they thought wouìd be

useful, however all were areas previously covered in the

questionnaire (u.g., yoga from qualified instructors

f amil iar with multiple sclerosis; volunteer visitors; famiìy

counsell ing seminars; orientation sessions for the newly

d i agnosed; i ncreased i nformat i on on current research) . Some

comments from Winnipeg and other region respondents were

concerning the need for improvements that wouìd aid the

mobiìity of those in wheelchairs (e.9., improved signing of

handicapped parking faci I i ties; restaurant accessibi I ity

guides; curb improvements). Several respondents indicated a

personaì need for more social contact and companionship

incìuding group discussions with other persons with multiple
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sc I eros i s. 0ther respondents requested more i nformat i on on

various areas of the questionnaire (e.g., Winnipeg flultiple

Sc I eros i s C I in ics) or other areas of persona I need. l./here

respondents provided names and addresses for foì low-up, such

inf ormation requests were f il led by the l\lanitoba Division of

the ¡lultiple Sclerosis Society.

Spouse and parent comments generally came from those

who had spent a great deal of time caring for the person

with multiple sclerosis. Some indicated positive coping

approaches wi thin the fami ly, however others al luded to the

demand i ng nature of car i ng for the pat i ent. Severa ì

spouses,/parents reguested information concerning heaì th",

serviees or financial matters.

Responses from chî ldren of persons with muìtipìe

sclerosis (generalìy in the upper age ranges) indicated the

importance of professional fami ly counsel I ing and psycholog-

icaì support, as wel I as a need for the fami ìy to understand

the range of health and community services available to them

in deal ing with muìtiple sclerosis in the f amiìy.

Comments from publ ic heal th nurses general ìy provided

an assessment of the patient's and fami ly's abi I i ty to cope

with the condition. lnterestingly, it was in responses from

home care attendants working closely with persons with

muìtipìe sclerosis that the need for improvements in their

knowìedge of the physical and mental aspects of multiple

sc I eros i s was ment i oned. These hea I th workers expressed a

desire to gain a better understanding of the condition and
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the I imitations ¡t imposed on the patient in order to

provide more effective care to their cl ient.

Anaìysis of Reìationshi p and Trends

Demograph i c Factors

The noteworthy reìationships within the category of

demographic factors included the fact that among male

respondents, 70.82 were 46 years of age or older. The

relationship was not strong, however, as indicated by a low

Gamma value (-0..l7ì). l,lore than twice as high a proportion

of females as maìes comprised the younger age groups of

l6-35 years; both sexes were equalìy represented in the

oldest age group of 66 years or more (Tabìe l). This

underrepresentatíon of males in the younger age groups was

ìikely the result of a bias in the patient list from which

respondents were se ì ected s ¡ nce the non-respondent prof i ì e

(Table 84) did not indicate a tendency for non-response in

younger age groups.

Chi-square analysis of the age-sex relation did not

yield any significant findings among any of the eight health

regions, or l,/innípeg region compared to the seven non-winni-

peg reg i ons.

The relationship between mar i taì status and sex did

not yieìd any significant relationship in a chi-square

analysis of these variables. lt is worth noting however,

that comparable proportions of male and female respondents

were married. There was proport,ionately a higher percentage
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TABLE 3.

AGE AI.¡D SÐ( DISTRIBUÎION OF RTSPOI{DENTS

Sex
Age

Range

16 - 25 years

26 - 35 yeare

36 - 45 years

46 - 55 years

56 - 65 years

66+ years

Total

Slngle

Harrled

Divorced / Separaced

Widowed

Total N

0.0

9.8

19. 5

41.5

24.4

4.9

3.9

19.5

22.L

23.4

27.3

3.9

3

l9

25

35

3r

5

2.5

16.1

2L.2

29.7

26.3

4.2

Nõ N

3

15

L7

18

2I

3

77 100.0

65.3

lotal
¡Z

1r8 100.0

100.0

e

/

N 4L

J4.7

0

4

I
T7

10

2

7

28

5

I

100. 0

17.t

68. 3

L2.2

2.4

100.0

15

80

L2

L2

12.6

67 .2

10.1

10. I

of single status índividuals ¡n the male category. ln

keeping w¡ th the trend in the general population, females of

widowed status b/ere proportionately higher than maìes of

this status (Table I{). Further, there was no significant

relationship between mar¡taì status and health region of

residence (cìassif ied as Winnipeg or non-1./¡nnipeg) in a

chi-square anrlysis.
ÎABLE 4.

HARIÎAL SÎATUS BY SEK OF RESPONDENT

Harftal
Status Total

Sex
e

I
52

7

L1

10.3

66.7

9.0

14.1

4l

34.5

78 100.0

65 .5

lr9 100.0

ln a chi-square analysis of highest educational level

attained and health region of residence no significant

relationships were apparent. A similar conclusion was
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reached for the relationship between members of household

and hea I th reg i on.

The nature of the respondent's res i dence (". g. , house,

apartment, institution) was significantìy related to age

(chi-square=79.620, df=25, p=0.000) and health region of

residence classfied as Winnipeg versus non-Winnipeg regions

(chi-square=12.404, df=5, p=0.030) in two separate chi-

square analyses. This variable was, however not signifi-

cantìy related to the sex of the respondent. Within the

category of nursing home/institutional residence, I (8ì.82)

of the I ì i nst i tut iona ì ized respondents ì^/ere aged lr6 years

or more suggesting that within the younger age groups

institutionalization was less common" The majority of the

younger, middìe, and older aged groups resided in their own

home.

The significant relationship between nature of

residence and residing in the Winnipeg region or the

non:Winnipeg regions (i.e., the combined seven other heaìth

regions) râ/as particularly noteworthy under the categories of

residing in an "apartmentrr or "nursing home/institutionrr.

For example, residence in an apartment was by l./innipeg

region respondents in 9!.ìl of the cases. For nursing

home/inst itut ionaì ized respondents, 90.92 were l'/inn ipeg

region respondents. Thís latter trend was not unexpected

since health care facil¡t¡es of this nature would be most

common in the ìargest centre of the province.
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Hea I th Status

bli thin the category of heal th status, the approximate

date of onset of symptoms could be related to a number of

other variables. A chi-square analysis of age and onset of

symptoms was signif icant (chi-square=56,7\6, df =25,

p=0.000), suggesting that those in upper age groups had

symptoms for a longer period of time. For example, of those

having had symptoms for ll years or more, 77.92 were 46

years of age or older. This wouìd indicate that the onset

of symptoms did, for the majority, occur between the ages of

20 to 40 years as is common to multiple sclerosis.

Time of symptom onset was not signif icantly reìated to

sex or health region (Winnipeg/non-l.Jinnipeg) of residence in

separate chi-square anaìyses or when the two variables were

combi ned (i .e., onset of symptoms by sex control ì ing for

heaìth region). Onset of symptoms was also not significant-

ì y rel ated to the respondent's descr i pt i on of h i s/her

condition, suggesting that variable condition descriptions

(e.g., minimal symptoms, rapidìy progressing symptoms) were

equally as likeìy to be defined by a patient, with recent

symptom onset as one having had symptoms for many years.

This trend was not unexpected in view of the unpredictable

course of the cond i t i on over t i me.

Simi larìy, length of time w¡th diagnosis was signifi-

cantly related to age (chi-square=l+Z.718, df=20, p=0.022) as

would be expected. However, length of time with the
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diagnosis was not significantly related to health region of

residence expressed as Winnipeg or non-\,/innipeg regions, the

respondents' description of their condition, or the extent

to which to they worried about their multiple sclerosis

(controìling for condition description). This ìatter trend

was noteworthy, s i nce the I i terature by t'tatson and Brooks

0977) suggested that there was a positive relationship

between ìength of time w¡th the disease and coping ability.

lf lower ratings of worry about the condition can be equated

with coping abiìity, and controlling for the severity of the

condition (e.S., condition description by respondent) this

trend was not supported i n these f i nd i ngs.

Activities of Daily Living

W¡th¡n the category of activítes of daiìy living a

number of var i abl es were i nterrel ated. The total number of

household activities, from a I ist of six, that the respon-

dent could perform i ndependently (i .e., wi thout personal

assistance or an assistive device) was significantìy related

to the age of the respondent (chi-sguare=31.368, df=10,

p=0.00ì; Gamma=O.489). As Table 5 indicates, within the

youngest age groups (16-35 years), ll (57.92) of lt respon-

dents could perform al ì six household activi ties indepen-

dently. 0nly 4 (2ì.lU) couìd perform rrO-2rr of the six

activities. ln the middle age group (36-55 years), l5

Q8.3?6) could perform aìl six activities independently,

wh i le 20 (37 .72) of th i s age group cou ld perf orm rro-2rr
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activities independently. Final ly' in the oldest age groupr

56'66+ years, only 6 (20.72) respondents could perform all

six househoìd activities independently;23 Q9.32) couìd

perform rrO-2rr activities independently. l'Jhiìe this trend

may indicate that younger persons brith multiple sclerosis

perform household activi ties more independently than their

oìder counterparts, ¡t is I ikely that this trend would

persist despi te the presence of muì tiple sclerosis, since

independence in performing activities is reduced with age.

TABLE 5.

INDEPENDENCE IN HOUSEHOLD ACTIVITIES BY AGE

Total t*). of Househo.ld Acrlvirleg Inde endent Per forned
Age x

Range

16 - 25 years

26 - 35 years

3ó - 45 years

4ó - 55 years

5ó - 65 years

66+ ye¿rs

N

I

I

47 100.0

N

0

4

I

t0

0

0

o.0

18. 2

36.4

45.5

0.0

0.0

N

¡

10

I

7

4

2

2.O

Ió.8

20.8

3r. 7

24.8

4.O

100.0

I5

2L

2-L

6,4

10.6

11.9

44,7

4.3

3.r

31.3

25,0

21.9

L2.5

6.3

2

L7

2L

32

25

4

Tot.al N

46.5 2r.8 3r.7

cam - 0.489 Chl-square - 3t.368, df - 10, p - 0.001

The total number of household activi ties that the

respondent could perform was not significantly related to

sex or hea I th reg i on of res i dence. I t wás, however

significantly related to the total number of health services

uti I ized (chi-square=2J.21{8, df=8, p=O.O0Oi Gamma=O,55Ð,

suggesting that the more dependent the individuaìs was in

performing household activities the more health services

were uti I ized. As Table 6 indicates, in the l! cases where

at least seven heal th services were uti I ized, ìO0Z of these

22 100.0 32 100.0 IOI

100.0
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indi.vi duals were dependent çn another persorr for at least one

househoì d act i v i ty. For the J2 (31 .72) respondents who were

completely independent in performing all household activi-

ties however, 78.12 utilized a maximum of J health services.

TABLE 6.

INDEPENDE¡¡CE IN HOUSEHOLD ACTIVITIES BY TOTAL N'*" 
'UAUIC' 

UTILTZATION

of seho Actlvltles Perforæd I mdentlotal No, of Health
Servlces Utllfzed

llo Servlceg Utlllzed

l-3

4-6
7-10
llore than l0

0-
N z N z

l8 38.3

t9 40.4

9 t9.r

I 2.L

N I

0 0.0 7

12 54.5 l8

6 27.3 7

2 9.L 0

2 9.t 0

0.0 2L.9

56,3

2L.9

0.0

0.0

I

48

32

1l

3

6.9

47 .5

3r.7

10.9

3,0

Tot al 47 100.0 22 t00,0 32 100.0

46.5 2r.8 3L.7

Gau - 0.555 Chl-square - 29.248, df - 8, p - O.0OO

The source of personal help in performing household

act¡vities, whether it ¡e a household member, or a paid

community worker was not significantìy related to age, sex,

or hea I th reg i on of res í dence of the respondent. I t was,

also not related to the total number of activities in which

the respondent was dependent when controlling for the

confounding var i able, members of household.

As was the case for independence in household

activities, independence in personal care activities

fol lowed a simi lar pattern. This variable was significantry

related to the age of the respondent (chi-square=j3.791,

df=20, p-0.028; Gamma=O.À03 - Table 7) and the total number

of health services utilized (chi-square=3'l .978, df =16,

l0r

100. 0

100.0



p=O.Olo; Gamma=O.393 ' Table 8). lt was,

significantly related to sex or region of

respondent. Source of help for personal

aìso followed a similar relationship for

however, not

res i dence of the

105

activities

variables as

activities.

care

other

was the case with source of help for household

TABLE 7

INDEPENDENCE IN PERSONAL CARE ACTIVITIES BY AGE

vlties
Age

R¿nge

16 - 25 yeare

2ó - 35 yeare

36 - 45 yeare

46 - 55 years

5ó - 65 years

66t yeara

Total

Gama - 0,403

NZ NZ NU NZ

0

I

6

1"0

0.0

5.3

10.5

31, 6

52.6

0.0

7.L

14.3

7.r

14 .3

42.9

14. 3

0.0

L6.7

29.2

29.2

25.O

0.0

2.6

28.2

28.2

30.8

7.7

2.6

2.L

18.8

2I.9

28. r

26.0

3.1

18

2L

27

25

0

4

7

7

6

0

1

2

I

2

6

2

I

l1

11

L2

3

I

N 19 100.0 L4 100.0 24 100.0 39 100.0 96 100.0

19.8 L4.6 25.0 40.6

Chl-square = 33.79I, df - 20, p - 0.028

TABLE 8

INDEPENDENCE IN PERSOML CÀRE ACTIVITIES BY TOTAL HEALTH SERVICE UTILIZATION

No I Care Act1vl ies fo

NZ
-5

"Á NZ

100.0

NUN

7

Total No. of Health
Servlceg Utlllzed en

llo Servlces Utlllzed

l-3

4-6

7-10
Morè than l0

Total

19 ,8 25.O

00 0.0

52,6

31. 6

l5 .8

0.0

0.0

2L.4

28.6

42.9

7.1

0

1l

l0

2

I

0.0

45.8

4r .7

8.3

4.2

17.9

56,4

20,5

2,6

2.6

7.3

47 .9

29.2

L2.5

3.1

46

28

I2

3

22

I

I

3

4

6

1.0

6

3

0

N l9 100.0 L4

r4 .6

100.0 24 100.0 39 l0o.o 96 100.0

Ga¡¡m = 0.393 Chl-square = 31.978, df = 16, p = 0.010

40.6 100.0



106

I'tobi I i ty and Transportation

With¡n the category of mobi I ity, respondents were

asked to rate theír personal level of mobility from a list

of twelve statements related to symptoms and mobi I i ty.

Cross-tabulations of this variable wi th others indicated

that the mobility rating was significantly related to age of

the respondent (chi-square=62.65\, af=l+5, p=0.0¡+2; Gam-

na=O.275) and length of time with diagnosís (chi-

square=67.\22, df=36, p=O.OOl). lt was, however, not

significantly related to the sex of the respondent or

his/her heaìth region of residence (classifieC as Winnipeg

or non-Winnipeg regions). The reìationship of this variabìe

with age, as indicated in Table I shows that in the upper

age ranges of 56 years or more, 28 (82 .l+Z) of the jl+

respondents in these age groups had ìow mobi I i ty ratings

requiring at least the the use of aíds for walking. Among

the ìower age ranges, 26-\5 years, 28 (65.12) of the 4l

respondents in täese age ranges indicated a decrease in

activity as the poorest mobiìity level. This was not to

Sây, however, that among the lower age ranges, mobiìity

problems did not exist. W¡thin the 16 to 35 year age range,

9 (40.9U) of the 22 respondents in the age range required at

least the use of aids for walking. Thus, the disease

presented mobility problems for both the upper and ìower age

range, however the extent of the problem was more notabìe in

the upper age ranges. While this may reflect a bias in the

sample, or to some extent the natural process of aging,
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mobi I ity problems were more common in the upper age groups.

ln the middle age range, (36-55 years), the respondent

profi le was fairry representative of what one wouìd expect

in a typical population of peopre with murtip.le screrosis; a

wide range of mobí l ity revers from few symptoms/decreased

activity, to use of aíds, to use of a wheelchair exclusively
could be seen in this age group.

ln the area of transportation, the rating of the

adequacy of transportation services was significantly
related to age of the respondent (chi-square-44.6gA, df=2j,
p=0.009), but not strongly related to any other variables
such as sex, heaìth region of residence, or mobi I ity ratings
control r ing for heaìth region. In five heaìth regions,
(l.Jestman, Central, Eastman, lnterlake, and l^Jinnipeg)

obtaining transportation services was rated by at least
\5.52 to as high as 66.62 of the respondents as being

"generaIly no probìem" or'no probìem at arr'regardress of
mobi I i ty'rating. r n the parkrands and rhompson regions the
frnot applicable" category was used by at reast 7s.oz of the

respondents within the region, general ly indicating they did
not ut i I i ze transÞortat i on serv I CeS , but had access to
personaì transportation. ln the Norman region, JJI of the

respondents who required the use of aids for walking,

indicated that obtaining transportation was rno problem',;

1 (25.02) in a wheelchair found transportation services ,'very

difficult', to obtain. Those persons in the regions of

l'/estman' Parkland, centrar, Norman and I./innipeg who rated



TA¡LE 9

RESPONDENTIS MOBTLITY RATINC BY AGE

ear
Mob fltty
Råtlng

l{o Restrfctlons' SYEPtoo-f ree

No! Decessarlly synPtoo-f ree

Decreased ActlvitY

ShorÈ IJalks ufÈhout Alds

I'¡a1k vfÈh Alds

Few Steps, usuallY l'rheelcbair

tlheelchalr, Can Tran6fer

l,lheelchaÍr, Cannot lransf er

Bedrldden

Total

Gam = 0.275

36-45
NZ

55 -65 Totãl6-25 NZ
N

0

0

0

I

2

0

0

0

0

NZ

0.0

0.0

0.0

33.1

66.7

0.0

0.0

0.0

0.0

2

4

6

0

2

I

r0. 5

2r.L

3r. 6

0.0

10.5

5.3

10.5

5.3

5.3

? 8.O

6 24.0

I 3?.0

0 0.0

2 8.O

0 0.0

4 16.0

I 4.0

L 4.O

3.4

6.9

6.9

0.0

20.7

r7 .2

3.4

3r. 0

10. 3

20.0

0.0

0.0

0.0

40.0

0.0

20. 0

20. 0

0.0

I

2

3

4

U

6

5

a

3

5

4

9.1

rz.L

9.1

6. i-

t5.2

L2.L

L5.2

18.2

3.0

0

0

0

2

9

l6

L9

3

19

l0

13

t8

6

8.0

14.2

r6.8

2.7

1ó.8

8.8

11. 5

15.9

5.3

I

0

96

3 100.0 19 100. 0 24 100. 0 33 100' 0 29 100. 0 5 100' 0 1r3 100.

100.0

0

16.8 2r.2

Chi-square = 62.654, df = 45, p = 0.042

10 , 25.7 4.4

o
co
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transportation services as rrsomewhat diff icuìt'r to rtvery

difficultyl to arrange, had poorer mobi I ity ratings

requiring at least the use of aids for walking. However,

the proportions in these categories were small accounting

for 1.3? to 25.O2 of the region¡s response.

Ratings of the adequacy of various modes of transpor-

tation (u.S., car, bus, taxi, Handi-transit, or wheeìchair

vans) were not significantly related to health region of

res i dence (categor i zed as Wí nn i peg and non-Wi nn i peg

regions), ã9âin supporting the fact that health region of

residence did not have a major impact on the adequacy,/inade-

quacy of transportation services.

lnterestingìy, however, the requirement for additional

aids or assistive devices was significantly reìated to

hea l th reg i on of res i dence (ch i -square=6 .889, df=2,

p=0.032), such that of the ìO respondents requesting further

assistive devices, 7 OO.OZ) resided in the Winnipeg region;

3 (30U) in non-Winnipeg regions (i.e., seven other heaìth

regions combined) . The use of no aids was, however, more

common among the non-l.Jinn ipeg respondents. 0f the non-Win-

nipeg respondents, 55"22 requi red no aids; of the Winnipeg

respondents, 29.82 reguíred no aids (Tabìe lO). Since this

was not a result of a poorer mobility status among the

Wi nn i peg respondents (as previ ous I y out I i ned) , one may

assume that the major ity of the respondents f rom non-|./inni-

peg regions considered themselves as functioning adequateìy
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at present without the use of aids. However, of the

minority in the non-Winnipeg regions who did use aids, a

ì arger propor t i on requ i red more a i ds (23. lZ) than was true

for Winnipeg aid users (l l.9f) . Perhaps access to aid

information, rental and/or supply was a factor here compared

to the situation for Winnipeg area respondents.

TASLE 10.

NEED FOR A-DDITIONAL AIDS BY HEAI,IH REGION OF RESIDENCE

AddlÈlona1
Aid s

Required

Yes

No rnore Aids requíred

No aids requÍred

To ta1

Wínnipeg
Health Re lon

7.

Tocal
N /./"

7

qt

25

8.3

61. 9

29.8

3

10

16

34.5

55.2

3t0 10

62

4L

1r3

100.0

8.8

54 .9

36.3

100.0N 84 100.0 29 100. 0

7 4.3 25.7

Chi-square = 6.889, òf = 2, p = 0.032

Disability scores, ranging from a low of one,

indicating minimal disability, to a high of five, indicating

maximum disability were cross-tabuìated with a variety of

other variabìes using, where appropriate chi-square, Gamma,

and Spearman corre I at i on coeff i c i ents as measures of

association. Spearman correlation coefficient resuìts,

presented in Table lì indicated that disability scores were

not significantìy associated (p<0.05) with thirteen selected

ordinal or intervaì level variables. Chi-square anaìyses

indicated that disabiìity scores were also not significantly

related to nature of residence, length of time with symptoms

or diagnosis, or source of personal care assistance.
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TABLE 11.

SPEARMAN CORRELATION COEFFICIENTS FOR DISABILITY
AND ADJUSTMENT SCORES WITH OTI{ER VARIABLES

VarLables

Age

Sex

HeaIrh Region

Total No. of Health
Servlces Utilized

Total No. of Agencj,es
Aware of

Tota1 No. of Agencies
Cont.acted

ToÈal Financlal Needs

Total Services Receíved

Total Servlces
Understood

lotal- No" of Areas for
Further Informatlon

Spouses r UndersÈandíng
Rating

Childrens' Understanding
Râting

Extent of MS worry

Dlsabillty
rES

0.336

-0. 3 6ó

-0.022

0. 102

0.062

0.27 6

-0.022

-0.088

0.201

0.309

-0.068

-0. 002

-o.266

Adj us ÈDent

0.496

-o.o42

0. 163

0.339

-0.092

0.134

0.163

-0.020

-0.500

0.152

0.606*

0.581*

o.277

*Values of r staÈlstlcally slgnlficant at p(0.05
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Disabi I ity scores were, however, significantìy related to

the source of assistance in performing househoìd activities

(chi-square=23.513, df=.l2, P=0.024) ' adequacy ratings for

transportation serv¡ces (chi-square=4À .712, df=20, p=0.00.l),

the tota I number of hea ì th serv i ces ut i I i zed (Gamma=O .\zo¡

chi-square=29,367, df=.l6, p=0.O22i Spearman r=0. 102, p>0.05)

and adjustment scores (Gamma=0.483; chi-square=26.83.l,

df=l 2, p=0.008) .

The scores relationship with source of assistance in

performing househoìd activities is presented in Tabìe 12.

Even for those individuals with disabi I ity scores in the

upper range (3-Ð, household members remained the most

uti I ized source of assistance when compared to other

sources, pâFticularly paid help/communi ty workers. This

supports the findings in the I iterature (Bennett et aì.,

1977). 0f the 42 respondents with disabi I ity scores of

between 3 and 5, il+ 157.12) uti I ized household membersl

assi stance, and l3 (31.0U) uti I ized paid help/communi ty

workers. An important control I i ng factor here would be the

members of the respondent's household avai ìable to give

assistance, keeping in mind that only ì6.82 of respondents

resided alone (faUle Z7).
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TA3LE 12.

DISABTLITY SCORE BY SOURCE OF HELP FOR HOUSEHOLD ACTTVITIES

l[1r ScoreSource of Help
f.or

Household Acclvf!le8

Houaehold H@ber

Rel-at.[ve Outslde Hoae

Frlend OuÈBide HoEe

Paid Help/Comunl¡y
lJorker

llot ¡tppllcåbì.e

ToÈal

3
N¡NI

4

50.0 I

0.0 I

0,0 0

To taI
NI

31 54.4

2 3.5

2 3.s

19 33.3

NI N¡NU

0

0

0

0

0

0

o

0.0

0.0

0.0

46.7

0.0

r3 .3

40.0

0.0

r6

I

0

ó1, 5

3,8

0.0

0.0 6

0.0 0

I 30.8 5 35.7

2 L4.3

50. 0

50.0

0.0

0.0

0.0

7

0

0

r 3.8 3 5.1

0 100.0 15 100.0

0.0 26. f
100.0 t4 100.0 2 100.0 5t 100.0

24 .6 3.5 100, 0

26

45.ó

Chl-square - 23.513, dt - L2, p - 0,024

Not surpr i s i ng I y, the maj or í ty of respondents rat i ng

transportation services as r¡very di ff icul t" or ilsomewhat

diff¡cult'¡ to arrange also had disability scores in the

upper range. 0f the l5 (17.62) respondenrs who rated

transportation services in this manner, l4 (93.32) had

d i sab i I i t¡- . scores of between 3 and 5. Converse ly, those

with low disability scores were more likely to v¡ew

obta¡n¡ng transportation services as "generally no problem',
tfno probìem at allrrorrtnot applicable,'. 0f the 64 (75.32)

respondents i n these categor i es, 4 ì (6L. tg) had l ow

disability scores of I or 2 (ta¡le l3). However, health

reg i on of res i dence and other factors such as f i nanc i a I

resources and household members or friends avai lable to

provide transportation also come into play here.
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TABLE J.3.

TRÂNSPORTATION SERVICES RATINC BY DISABILITY SCORE

Dlsab iRaclng for obtalnlng
Transportatlon Servlces

Very Dlfflcult

Someshat Dffflcult

Generally No Problen

No Problen ac All.

Not Appllcable

Othei Comenr

Total

No Servlces Utiltzed

1-3

4-6
7-10
Hore than l0

Total

Total
NZ Nz Nu

3

Nf Nu
0

0

I

6

10

0

0.0

0.0

5.9

35.3

58.8

0,0

I

0

9

5

l0

2

1.7

0.0

33. 3

r8. 5

37.0

7,4

14. 3

2L.4

28,6

35.7

0.0

0,0

N

6

9

20

22

22

6

7.L

10.6

23.5

25.9

25.9

7.r

3 12,0

6 24,0

6 24.0

5 20.0

2 8.0

3 I2.0

2

3

4

5

0

0

0 0.0

0 0.0

0 0.0

I 50.0

0 0.0

I 50.0

17 100.0 27 100.0 25 100.0 L4 100,0 2 100.0 85 100.0

20.o 31. I 29 .4 16. s 2.4

Chl-square - 44.712, d,f. = 2O, p - O.O0I

The tota I number of hea I th serv i ces ut i I i zed was

signif icantly related to disabiìity scores to the extent

that of the ir2 (\7 ,72) respondenrs with d ¡sabi ì ity scores of

3 or more,26 (61.92) ut¡tized at least four health

services. Conversely, of the 46 (52.32) respondents with

low disability scores of I or 2, J2 (69,62) util¡zed a

max i mum of three hea I th serv i ces (Tab ì e I 4) .

TABLE 14

DISABILITY SCORE BY TOTAL HEAITH SERVICE UTILIZATION

Tolal No. of Healttì
Servfceg UÈlllzed

Disab i I I

100.0

NU NZ N: NUNZ NZ

27.8

50.0

2a t

0.0

0.0

,

l6

7

I

2

3t.8

7.L

57.r

25.0

3.6

't.l

0

I

t0

l

0.0

10.8

38.5

26.9

3.8

0.0

50. 0

35.7

14.3

o.0

7

41

26

1l

3

8.0

46,6

29.5

12.5

3,4

0 0 0.0

I 50.0

0 0.0

I 50.0

0 0.0

9

4

t

0

0

0

N 18 100.0 28 100.0 26 100.0 L4 100.0 2 roo.0 88 100.0

20.5 29 ,5 15. 9

Chi-square = 29.367, df = 16, p - 0.022
Caom - 0.420

A 2.3 100, 0
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Disability scores r^,ere signif icantly related to

adjustment scores to the extent that low disability ratings

were associated with more positive adjustment scores (i.e.,

low values on the adjustment scale) . 0f the 41 (56.22)

respondents with low disabil ity ratings of 1 or 2, 26

(63.\Z) had adjusrment scores associated with more positive

adj ustment to the cond i t i on. 0f the J2 (43.82) respondents

with higher disability scores of between I to !, l9 159.\Z)

had adjustment scores of J or more, associated with more

difficult adjustment to the life stresses imposed by

multiple sclerosis (ta¡le l5).

TA¡LE 15.

DISABILITY SCORS BY ADJUSTHENT SCORE

Adl ustnent
Score

Toral

I
re

4
NN NzN

I

2

3

4

2

6

lo

7

6

50.0 2

42.9 tl

7.1 L2

0.0 2

0.0 0

7.4

40.7

44 .4

7.4

0.0

r0. 5

3L.6

52,6

5.3

0,0

1l

28

28

6

0

15. I
38.4

38.4

8.2

0.0

0 0.0 0 0.0

4 33,3 t 100,0

5 4r,7 0 0.0

3 25.0 0 0.0

0 0.0 0 0.0

I

0

0

0

N 14 r00.0 27 100.0 t9 100,0 L2 r00.0 r I00.0 73 lo0.o
L9,2 37.0 26.0 L6. 4 L.4 r00.0

Gam - 0.483 Chl-square - 26.83f, df - t2, p - 0.008

Health and Community Service Utilization

The total number of health services uti I ized was

significantly related onìy to the disabi I ity score as

previously outì ined. lt was not, however significantly

related to age, sex, heal th region of resídence, adjustment

score, condition description, date of diagnosis or region of

residence control I ing for condition description. These



116

findings suggest that utilization of health services was a

fai rly independent phenomenon related only to the extent of

disability.

Similarly, the number of community services of which

the respondent was aware and the number of community

services contacted by the respondent during the previous

l2-month period h,ere significantly related to disabi I ity
scores only, but not to the other variables or sets of

var i ab I es out I í ned above. The number of serv i ces of wh i ch

the respondent was aware was significantly related to

disability score in a chi-square anaìysis (chi-

square=2/ .653, df =ì2, p=0.006; Gamma=0 .21Ð . Of ti¡e l6
(18.42) respondents with high disabi I ity scores of 4 or 5,

l5 193.82) were aware of three or more community services.

Thus, increased disability heightened the awareness of

se I ected commun i ty serv i ces.

Similarly, contact w¡th community services was

affected by disabi ì ity scores in the same fashion. Of 56

(65.92) respondents who had made contact with a maximum of

two of the eìeven selected community services, 36 (6\.32)

had ìow disability scores. Thus, contact with community

services was less likely if the person had a ìow disability
rating.

f{ed i ca ì care uti I ization was related significantìy to

age of the respondent (ch i-square=41+ .772, df =JO, p=O.Obì)

only. This would be in keepíng with general trends in the
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population for increased physician care with age. This

variable was, however, not significantly related to sex,

health region of residence, disabi I ity or adjustment scores.

Attendance at or requests for referral to the new

fiultiple sclerosís clinics in t,/innipeg were not significant-

I y re I ated to age, sex, hea I th reg i on of res i dence, or

d i sab i I i ty score of the respondent.

The total number of areas requiring financial

assistance was not significantly related to sex, health

region of residence or disability scores in a chi-square

analysis. lt was also not strongly related to age of the

respondent in an analysis using the gamma statistic as a

measure of assoc i at i on.

Employment and Activi ties

W¡thin th¡s category the main reason given for not

working was investigated. As indicated in Table 60, \8.32

of the respondents d¡d not wsrk; 26.32 were homemakers,/hou-

sewives. The reason for not working was significantly

related to age (chi-square=27.7\8, df=15, p=0.023) as shown

in Tabìe ì6. For those 6! years of age or younger,50

(63,32) respondents attributed their unemployment mainly to

mul tiple sclerosis, suggesting that for this group, the

condition imposed a major Iimitation on the act¡v¡ties they

could pursue.
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TABLE 16.

REASON FOR NOT WORKINC BY AGE OF RESPONDENT

Reason for Not tlorking
Age Due Èo

tfs
NZ

Prefer ì'¡ot
to Hork Retlred

NZ

0ther
Reaaon

Nf
Range

16 - 25 years

2ó - 35 years

36 - 45 yeare

46 - 55 years

56 - ó5 years

66+ years

lotal

lotaI

3

7

1t

14

l5

2

5.8

13.5

2L.2

26.9

28.8

3.8

0,0

12.5

L2.5

62.5

L2.5

0,0

0

0

0

2

1o

3

0.0

0.0

0.0

13. 3

66.7

20.0

0.0

,t a

33.3

33. 3

ll. r

0.0

3

l0

l5

24

27

5

3.6

1r.9

17 .9

28.6

32,r

ó.0

0

I

I

5

I

0

0

3

3

I

0

52 100.0 I 100. 0 15 100, 0 9 100.0 84 100.0

100,06L.9 9.5 L7 .9 10.7

Chf-square = 27.748, df - 15, p - 0.023

Reasons for unemployment were also significantly

related to the respondent's disability score (chi-

square=21.1+55, df=12, P=0.044) as indicated in Tabìe 17.

For the 3l+ (59.62) respondents who were unemployed ma¡nìy

due to their mult¡ple sclerosis, 26 (76.52) had disability

scores in the upper range between 3 and 5. Reasons for

unemployment were, howeverr not significantìy related to

TABLE 17

DISAEILITY SCORE 8Y REASON FOR NOT ÍIORKING

Dlsabll 1t S core
Reason for
Not Worklng Nz ¡[ Nf Hã ¡¡l

Due to ¡{s

Prefer Not to tlork

Re t fred

Ocher Reason

33.3

ta ,

21 A

a1 ,

100.0

0.0

0.0

0.0

59.6

10.5

l7 .5

L2.3

3

2

5

2

2

5

35.7

L4.3

14. 3

35. 7

63.2

r0.5

26.3

0,0

92.9

0.0

7.r

0,0

L2

2

5

0

I

0

0

0

l3

0

I

34

6

10

72

N 9 100.0 14 100,0 t9 r00.0

33.3

L4 100.0 I 100.0 57 100,0

r5.8 24 .6

Tot al

Chf-square = 21.455, df = 12, p = 0.044

24.6 1.8 100.0
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sex' health region of residence, or these two variabìes

combined in chi-square analyses.

Le i sure and Recreat i on

W¡thin the category of leisure and recreational

activitiesr pãrtícipation in organized recreation was not

significantly related to age, sex, disabi I i ty score,

adjustment score, mobi r ity ratings (contror r ing for the

respondentrs rating of transportation services and health

region of residence). This would suggest, then, that
participation in recreation was not strongly influenced by

the presence of mul tipìe screrosis, s ince adjustment and

disability scores, as two parameters of multiple sclerosis,
were not strong I y re I ated to recreat i ona I pursu i ts.

The respondent's perception of the need for recrea-

tional activities in his/her life was significantly related

onìy to the adjustment score of the respondent (chí_

square=ìl{.985, df=6, p=0.020) . I t was, however, not

significantly reìated to age, sex, disabi I ity score, or

health region of residence. As Table lg indicates, among

the 50 (55.62) respondents who did not feel a personal need

for recreational activities in their lives, 32 (64.0U) had

adjustment scores i n the 'low range, i nd i cat ive of more

posi tive adjustment to the condi tion. For those 4! (5o.ou)

respondents with adjustment scores in the upper range,

indicative of poorer adjustment to the condition, there was
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a relat¡vely comparable breakdown of need for recreational

activities, with l5 ß3.32) indicating a need f or recrea-

tion; l8 (40.0t) indicating no need for recreation; and 12

(26 -72) i nd i cat i ng an unsure response concern i ng th i s need.

This would suggest that for at least some persons with poor

adjustment to the condítion, recreational activities were

cons i dered important areas to pursue. 0ther controì I i ng

factors such as current participation in recreation,

mobi I i ty ratings, transportation adequacy, and the existence

of recreational programs in the community to meet the need

are also important areas of consideration.

TABLE 18

NEED FOR RECREATIONAI. ACTTVIlIES BY A.DJUSIMENT SCOR.E

Parrlcl r ea t lonaLAc t lví ¡ 1ês
Score ea Unsure

N: N

0.0

40.0

48. 0

12.0

0.0

I l 22.0

2L 42.O

ló fz.o

2 4.O

0 0.0

AdJ usrænC

z

3

0

I
2

I

{

5

IO

l2

L2

33

38

I

0 I

2

l0

2

0

6.t

t3. 3

66.7

13. l

0.0

r3. 3

36.7

42.2

7.8

0.o0

lotaI 25

2t .8

50

55. 6

l5

t6.t

¡.00.0 90

100.0

I00.0100.0

t
100,0

Chl-aquare - 14.985, df - 6, p - 0.020
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lnformation and Educational Services of the llultiple
Scìerosis Society

ln the category of information and educational

services provided by the llultipìe Sclerosis Society, an

extensive I ist of patient and patient'fami ly activ¡ties was

investigated to determine the extent of interest in such

activities.

Among the I ¡st of sèven services currently offered to

patients and fami ì ies, the tota¡ number of services received

was investigated. This variable did not prove to be

significantly reìated to health region of residence,

disabi I ity score, or adjustment score of the respondent in a

chi-square analysis, suggesting that there was not a biased

service del ivery based on region of residence or extent of

di sabi I i ty and/or adjustment. 0f the information received,

the total number of information services understood was

investigated. This variable was not significantly related

to age or health region of residence in a chi-square

analysis, indicating that the material was appì icabìe to al I

age ìevels.

With¡n the I ist of seven services, only rrorientation

sessions for the newly diagnosedrr, (chi-square=66.52\,

df=\2, p=0.009) and rrassistance/information in obtaining

health and social services", (chi-square=8.l,661, df=42,

p=0.000) was significantly related to health region of

resídence. ln the case of orientation sessions, Table l9

indicates that among the 2l respondents residing in health
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reg i ons other than Wi nn i peg, who had not rece i ved or í enta-

t ion inf ormat ion, 9 $2.9?ó) requested the inf ormat ion; 5

(19.22) of this non-Winnipeg group had received information.

$/¡ th i n the Wi nn i peg reg i on, l\.52 had rece ived the i nforma-

t i on; and 15.32 requested the i nformat i on hav i ng not

received it previously. Since the majority of the respon-

dents had the condition for several years (Table 28), the

lack of interest in this information at present was not

unusua I . However, the sma I I percentages who actua I I y

received the information in both health regions (Winnipeg

and non-Winn ipeg) r^/as noteworthy.

ln the case of heaìth and sociaì service information,

simi ìar results were noted. ln the non-Winnipeg regions, ì0

$2.62) of the ì! respondents not previousìy receiving the

information, requested the information. ln the Winnipeg

region the comparabìe proportion was j8.8U. ln the

non-Winnipeg region, 26.9? naa received the information

compared to 3l.OZ in the Winnipeg region.

0f the ì ist of three information areas where the

t'lultipìe Scìerosis Society was presently active in dissemi-

nating information to the pubì ic, the number of areas where

the patient suggested more attention was required was

investigated. This variable was significantly related to

the disability score (chi-square=3.|.630, df=ì6, p=O.Oll) and

adjustment score (chi-square=26.723, df=ì2, p=O.OO9) . I t
was not significantly related to health region of residence

in a chi-square analysis. As Table 20 indicates, of the l6



TABLE 19

REQUEST FOR INFOR}ÍATION FOR THE NEWLY DIACNOSED BY }IEALTH REGION OF RESIDENCE

Received Infornation,/
Requested lnfornacion

Inforutlon Recelved

ljnaure/Reques ted

Unsure,/D1d no! RequesÈ

Unsure/lùot Speclfled

l'¡oE Recelved/Requested

NoE Recelved/Dld noÈ Request

No& Recefved/Not Speclf led

To tal

Westnan

10. 5

NU
stman

Heal th
Norman
NZ N1

Peg
NZ

72.6

NZNZ

r.1

Èra
NN

I0

N

2.r

50. 0

0.0

0.0

0.0

50. 0

0.0

0.0

0.0

0.0

0.0

0.0

30.0

30.0

40.0

25.0

25.0

0.0

0.0

25. O

25. 0

0-0

33, 3

33. 3

0.0

0.0

0.0

0.0

33. 3

r 33.3

0 0.0

0 0.0

0 0.0

I 33.3

0 0.0

r 33.3

0.0

0.0

0.0

0.0

33 .3

0.0

66.7

1 100, 0

0 0.0

0 0.0

0 0.0

0 0.0

0 0.0

0 0.0

14.5

0.0

5.8

5.8

r3.0

53. 6

7-2

15.8

2.L

4.2

4,2

16.8

43.2

L3,7

l0I

0

0

1

1

0

0

0

0

I

0

4

4

0

0

0

l5

)

4

4

16

4T

13

0

0

I

0

0

0

I

0

3

4

0 37

5

0

2

N

/-

l0 t00.0 4 100.0 2 100.0 3 100.0 3 100.0 3 too.o I 100.0 69 100.0 95 100.0

4.2 3.2 3.2 100.0

Chl-square = 66.524, df = 42, p = 0.009

f\J
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(18.6U) respondents wi th high disabi I ity ratings (scores of

\ or 5), lO (62.52) saw the need for further attention to at

least three of the areas currentìy receiving educational/in-

f ormat ion resources. 0f the l+5 $2.32) respondents h,¡ th

lower disability ìeveìs (scores of I or 2), further

attention was suggested in a maximum of two areas by 25

155.6"t) of the respondents. Th i s wou ìd ind icate that those

persons with more severe disabiìities were more interested

in further attention to publ ic information services by the

tluìtiple Scìerosis Society compared to their less disabìed

counterparts. This is not surprising since information to

employers, heaìth professionals and the general publ ic, were

the pubì ic information services in question. lt is ì ikely

that the more severeìy disabled multipìe sclerosis patient

has personally witnessed more need for improved awareness

w¡th¡n these groups since they wouìd be more I ikeìy to

perceive or experience difficulties in deal ing w¡th these

groups (e.g., employment limitations due to their disabiìi-

tY) .
TA¡LE 20 .

NEED FOR FURTHER MULTIPLE SCLEROSIS SOCIETY EDUCATION SERVICES BY DISABILITY SCORE

Total No. of Areas D lsab i.I Score
Requlrlng Socletyrs

Servlce

ToÈal

20.9

27 .8

L6.7

11. t-

38. 9

5.6

NZ NU
4

NZ

I

,

I

7

3

NZ
To râ

No Further Servlces

1 Area

2 Areaa

3 A.reas

4 or Hore Areas

0.0

2s .9

29,6

44 .4

0.0

0 0.0

4 16.0

4 16.0

L6 64.0

1 4.0

0.0

50. 0

50. 0

0.0

0.0

7.0

19.8

18. 6

qe.a

5.8

5

3

a

0

I

I

U

I

7.r

14.3

7,L

50.0

2L.4

6

L7

16

50

7

I

12

0

N l8 100. o 27 100.0 25 100.0 14 100,0 2 100.0 86 100,0

31.4 29,t

6"6¿ - e.284

7.

Chi-square = 31,630, df = 16, P = 0.011

16. 3 2.3 100.0
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Adjustment scores fol lowed a simi lar trend as

indicated in Table 21. 0f the 4l+ (5l.lZ) respondents with

poor adjustment scores (3 or 4), 25 (56.82) viewed addition-

al information services as necessary in at Ieast three

areas. Thus, those persons wi th more d i ff ¡ cu I ty i n

adjustment to the condition, perceived that more attention

to public information was required.

TABLE 21

NEED FOR FURTHER MULTIPLE SCLEROSIS SOCIETY EDUCATION SERVICES BY ADJUST¡1ENÎ SCORE

Total No. of Areas
Requtrlng Socletyts

Servlce

No FurEher Servlces

I Area

2 Areaa

3 Areas

4 or nore Areas

Total

stnenÈ Score

0

0

0

0

0

2

9

L2

0

4

4

I
NZ NZ

34 -9

3
NZ NZ

To tal
NZ

13, 3

16,7

8.3

33 .3

8.3

o.l

23.3

30. 0

40.0

0.0

5.4 0

18.9 3

18.9 0

54,r 2

0.0

0,0

0,0

0,0

0.0

2

7

7

20

I

0,0

42.9

0.0

28.6

28.6

9

19

l7

10

4

r0.5

22.L

19, 8

44,2

4.7

12 100.0 30 100.0 37 100.0 7 100,0 0 0.0 86 100.0

100,0v 14.0 43.0 8.1 0.0

Gama - 0. 239 Chl-squre - 26,723, df = 12, p - 0.009

Within an extens¡ve ì ist of 3ì patient and fami ìy

services and act¡vities, the extent of interest in these

activities was investigated. Results indicated significant

relationships with respondent's age and the foìlowing

serv¡ces/act ivi ti es: clubs/organi zat ions (chi -

square=12.882, df=ì5, P=0.005); day trips and outings

(chi-square=28.55O, df=.|5, P=O.Oì8); grouPs for chi ìdren of

persons with multiple sclerosis, not involving the l1S parent
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(chi-square=34.73\, df=ì5, p=0.003) ; group discussions for

spouse only (chi-square=26.12.l, df=15, p=0.037) ; psychologi-

cal counsel I i ng (ch i -sguare=26.05.| , df=15, p=0.038) ; and

legal counsel I ing (chi-square=28.003, df=ì5, p=0.O22). ln

aìl activities except day trips/outings and group counsell-

ing for spouses, the younger age group (.l6 - J! years)

indicated more interest in participation than did the middìe

age group (36 - !! years) or the upper age group (56 ' 66+

years). The upper age range in the case of day trips/out-

ings, and group counsel ì ing for spouse onìy showed sl ightly

h i gher i nteres t I eve I s compared to the younger groups .

However, in aìl activities, therrno interestr' ìeveì or "no

furtner information reguestedrr leveì sti I I accounted for the

majority of responses (50?6 or more) within all age groups.

Sex of the respondent was significantly related only

to the serv i ce of occupat i ona ì therapy (ch i -square= I 0 .223,

df=l+, p=0.037) where, of the respondents who considered it

appì icabìe and were not already invoìved, 25.O2 of the

female respondents and ì!.8? of the male respondents were

i nterested i n fur ther i nformat í on; 63.69< of the fema I e

responoents were not interested in further information

compared w¡th 85.22 for males. However, age and extent of

disabi I ity would also be important variables to consider

here before mak i ng any i nterpret i ve statement.

Further analysis did not indicate significant

relationships with health region of residence categorized as
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Winnipeg and non-Winnipeg regions, for any of the activi-

t i es/serv i ces under study.

Fami ly Reaction

The perceptions of the respondent concerning their

spouses I and/or ch i I drenrs understand i ng and knowl edge of

the condition were investigated. Patient ratings of

spouses' understanding were cross-tabuìated with four of the

symptoms of multiple sclerosis that may be considered

"invisible symptomsrr (e.g., fatigue, visual problems, memory

ìoss, and personal íty changes) . These are the symptoms

that, in the ì iterature are difficult for the fami ly to

react to and understand, often resulting in poorer levels of

understanding by family members (Burnfield and Burnfield,

I 978) .

Strong relationships were noted in the case of

spouse's understanding and the symptoms of memory loss

(Gamma=-0.\56; chí-sguare=t0.358, df=3, p=0.0.l6) and fatigue

(Gamma=0.1+24) supporting the reìationship identified in the

ì i terature (i .e., spousets level of understandi ng was rated

as poor by respondents who had "invisible" symptoms) . Other

control ì ing factors such as disabÎ I ity level of the patient

would also be important to consider, however, influencing

spousers understanding of the condition. Similar results

were not ach i eved when ch i I dren¡s I eve I of understand i ng was

cross-tabulated wi th four rrinvisibìe symptomsrr.
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Spousesr and ch i I dren's I evel of understand i ng of the

condition were not significantly related to disability

scores, pêFhaps suggesting that Physical I imi tations of the

patient were not a major factor influencing these ratings of

fami ly understanding. However, adjustment level of the

patient was significantly reìated to patientrs ratings of

spouses' understand i ng of the cond i t i on (Gamma=O .676;

ch i -squar e=25 .27 | , df=9, p=0 .003; Spearman r=O .606,

p=0.022), and children's level of understanding of the

condition (Gamma=O.378; Spearman r=0.581, p=0.029) . This

trend strongìy supports the conclusions in the I i terature

suggesting a strong relationship between fami ìy reactions,

support, and understanding (as perceived by the patient) and

the patient's own adjustment process (e.g., Versluys, ì980).

Pat i ents' percept i ons of the need for the i r spouse to

receive more information concerning the condition were not

significantìy reìated to the patient's estimate of the

extent to which their multiple sclerosis had resulted in

changes in famÌ ìy reìationships. However, this variabìe was

significantly related in the case of further information

requi rements for the chi ld (ren) (chi-square=ìJ ,395, df=8,

p=0.026). For the lJ (48.52) respondents who indicated that

they rtnever" or "rarely" worried about changes in fami ìy

relationships, the majority (5\,52) did not feel that their

ch i I dren requ i red further i nformat i on concern i ng the

cond i t i on. However , for the group that cons i dered changes

in f amiìy relationships "sometimesrr, "of ten'r, or "always" a
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problem, 57.12 felt their chi ldren required further

ínformation; 20.OZ felt they did not require further

information; 22.92 were unsure. Again, these findings

support those of the I i terature i nd i cat i ng that pat i ents

experiencing major I ifestyle changes due to muìt¡ple

sclerosis, want their fami ly members to understand the

condi tion. This heightened understanding by the fami ìy is

related to the patient's own adjustment level.

Wel I -Be i ng and Support Systems

Fami ly members, rated as the most important source of

support to the patient (Table 76), were not significantly

reìated to the extent to which the patient worried about

their multiple sclerosis. Thus, whether or not fami ly

members were considered an important source of support (even

when controll ing for length of time w¡th diagnosis), the

extent to wh i ch the pat i ent worr i ed about the cond i t i on was

not altered. Simi larly, for those respondents rating

spiri tual affi ì iation as an important source of support,

there was no relationship with the extent to which the

patient worried about the condition. Thus, while support

systems are important, as documented in the Iiterature,

multiple scìerosis remains a condition that causes the

patient some degree of concern owing to the personal impact

i t has on the psychological rrseìf'r. Support systems do not

appear to be strongìy related to this personal coping
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response, particularly as it relates to the patientrs level

of wor ry / anx i ety about the cond i t i on.

Boredom as one of a list of possible problems facing a

person with multipìe sclerosis was not significantìy reìated

to the I ist of reasons for unemployment. ln othe,r words,

unemployment due to multiple scìerosis was no more related

to the extent to which boredom was a problem for the person

than any other reason for unemployment (".g., retirement,

preference). For exampìe, of the !J ($3.22) respondents to

this question who indicated they did not work mainìy due to

their multiple sclerosis, l6 137.22) considered boredom

rrof tenrr or "aìwaysI a problem; 17 ß9.52) rated it "never"

or 'rrarely" a probìem; and I (18.6U) rated it "sometimesrr a

prob ì em.

lnsecurity about future health status was, however,

signif icantìy related to the extent to which ttre patient

worried about muìtiple scìerosis under certain condition

descriptions: rrattacks and remissions" (chi-square=28.876,

df =ì6, p=0 .025i Gamma=0 .722) and rrsìowly progress ing"

(chi -square=56.2\9, df=ì6, p=0.000; Gamma=0.8¡O) . Thus, for

those individuals experiencing the most unpredictable form

of the condition (e.g., attacks and remissions) or a form

with a more long-term nature and less rapid decl ine (e.g.,

slowly progressing), insecurity about future heaìth status

was strongly related to the extent to which they worried

about the condition. For those with minimal symptoms, or

rapidly progressing forms of the condition, such a relation-
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ship was not evident (i.e., worry about their multiple

sclerosis would be independent of the problem of an insecure

future heaìth status) . Persons in these two categories, are

then, less prone to the problem of a I'marginaì statusrr as

discussed by Barker (.l9/+8), since they outwardly appear

almost normal, or are obviously disabled.

Changes in fami ìy relationships as a probìem of

mul tipìe sclerosis patients was strongly related to the

extent to which the patient worried about multiple sclerosis

onìy when their condition description was "sìowly progress-

ing" (chi-square=27.137, df=16, P=0.040) . Simi larly,

changes in lifestyìe as a probìem of multipìe scìerosis

patients was significantìy related to the extent of patient

worry about his/her condition only under therrslowìy

progress i ng" cond i t i on descr i pt i on (ch i -square=56,\62,

df=.l6, p=0.000) . Thi s suggests, again, heightened concern

(e.g., family and I ifestyle reìated) by the patient when the

condition fol lowed a ìess obvious, more marginal course.

lnabiìity to work as a problem of multipìe sclerosis

patients was not significantly related to tha respondentrs

age when controì ì i ng for members of househoìd. Simi lar ìy'

financial burden as a problem of multipìe sclerosis was not

significantly related to the reason for unemployment. For

example, of the 44 (63.82) respondents to this question who

indicated they did not work mainly due to their multiple

sclerosis, only ll (25.0".ó) considered f inancial problems

t'of tent' or "alwaystt a Problem.
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The extent of worry about multiple sclerosis was not

significantly reìated to age, sex, heaìth region of

residence (Winnipeg or non-Winnipeg region), pêrsonal

mobility ratings, totaì number of health services utiìized,

nature of residence, total number of patient education

services received by the Èlultiple Scìerosis Society, or the

total number of these services understood by the patient.

This variable was, however, significantly related to the

patient's adjustment score with chi-square and gamma

statistics (chi-square=3lr .755, df=12, P=0.OOl; Gamma=O.628¡

Spearman r=0.248, p>0.05) suggesting that those wi th higher

ratings of worry also had higher adjustment scores indica-

tive of poor adjustment. Of the 67 173.62) respondents who

were t'sometimesrt, t'of tenrr or "always" worr ied about multiple

sc leros i s, t{ I (61 .22) had adj ustment scores of J or Ir,

i nd i cat i ve of poor adj us tment. 0f the 24 (26.\Z) respon-

dents who "never" or "rare l yil worr i ed about the i r mul t i Pl e

scìerosis, only ! (20.8U) had high adjustment scores; l9

09.22) had lower scores indicative of better adjustment

(Table 22) .

Adjustment scores ranging from a low of one, indicat-

ing posi tive adjustment, to a high of four, indicating a

more difficult adjustment, were cross-tabulated with a

var i ety of other var i ab I es us i ng, where appropr i ate,

chi-square, Gamma, and Spearman correlation coefficients as

measures of assoc i at i on. Spearman corre I at i on resu I ts,
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TA¡LE 22

EXTENT OF I,¡ORRY ABOUT MULTIPLE SCLEROSIS BY A.DJUSTMENT SCORE

ua tmentExtent of H.S
Worry

Never l,Jorrled

Rarely

Somet 1æs

Of ten

Alsays uorrled âbout M.S

Total

2
NZ N1

To ta
N 7NT

7.7

NU NZ

0

0

0

0

0

4

2

ó

0

0

33.3

16.7

50.0

0.0

0.0

6

7

17

2

I

r8.2

2L.2

51.5

6.1

3.0

0

4

l9

L2

4

0.0

r0.3

48.7

30.8

10.3

0.0

0.0

0.0

0.0

0.0

l0

Llt

44

15

I

11. 0

r5.4

48.4

16.5

8.8

0 0.0

L L4.3

2 28.6

I 14.3

3 4?.9

N 12 100.0 33 100.0 39 100.0 7 100.0 0 0.0 9l 100.0

13,2 36.3 42.9 0.0 r00.0

GaIm - 0.ó28 Chl-square - 34.755, df - 12, p = o.OOt

presented in Table ll, indicated that adjustment scores were

significantìy associated (p<0.05) with spousers understand-

ing rating and chi ldrenrs understanding rating from a ì ist

of thirteen selected ordinal or intervaì leve'l variables.

Chi-square analyses indicated that adjustment scores were

not significantly related to nature of residence' ìength of

time with symptoms or length of time with diagnosis. This

suggested that those persons having had the condition for a

longer period of time were not necessari ly more wel I

adjustment to the condition as was suggested in the

I i terature. I n fact, of the 64 (70 .32) respondents to th i s

question who indicated that they had the diagnosis for six

years or more, llr (53.12) had adjustment scores in the poor

range (3 or 4), and 33 $1.62) had adjustment scores in the

positive range (score I or 2).
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0ther var i ab I es such as tota I hea I th serv i ces

uti I ized, number of community services aware of or contacted

during the previous l2-month period, medical care support,

interest in the Huìtipìe sclerosis cl inics, totaì number of

services received by the flultiple Sclerosis Society, and

participation in recreational activities were not signifi-
cant I y re I ated to adj ustment scores.

Hobi I ity ratings were, however, signif icantly

assoc í ated b/ i th adj ustment scores (ch i -squar e=l+3.7 32, df=2J ,

p=0.022). As Table 2J indicates, of the ¡+8 q55.Z"e)

respondents who at least required aids for walking, 30

(62.52) had adjustment scores in the upper range, indicative

of poor adjustment. This would support the findings in some

of the I iterature that suggest decreased mobi I ity or

decreased ìevel of functioning can be associated with poorer

TABLE 23

MOBILITY RATING BY ADJUSTMENT SCORE

Mob fl I cy
Rat lng

No Restrictlons, Sympt.on
Free

NoÈ Symptom-free

Decreased Actlvlty
Short l.Jalks withouÈ
Afds

Walk wirh AÍds

Few Steps, usually
Whee lchai.r

Wheelchalr, can
Tran s f er

Wheelchalr, canno!
Trans f e r
Bed r ldd en

TotaÌ

ustment Scô
3 ToÈ¡,r % ¡Z NZ Nf NZ NZ

1

9

7

t
3

I

1

I
0

5

I
2

0

I

0

2

1

0

4L.7

8.3
L6.7

0,0

8.3

0,0

L6,7

8.3

0.0

3,1

28.1

21. 9

5.6

5.6

19, 4

9.2

13.8

19. 5

2

2

7

0

10

3

4

6

2

4r .4

0,0

27 .8

0.0

0.0

0,0

0.0
0.0

0.0

0.0

0.0

0.0

o

L2

l7

2

t5

9

L7

2

2,3

Ll .2

5.7

10.3

0 0,0
0 0.0
1 14.3

I 14.3

I 14.3

I 14.3

I 14.3

2 28.6

0 0.0

0

0

U

0

0

0

0

0

0

3.1
9.4

3.1

6.3

25 .0

0.0

8.3

1l.l

16. 7

5,6
19.5

2.3

N 12 100. 0 32 100.0 36 100.0 7 100.0 0 0.0 87 100.0

100.01r .8 3ó.8

Chf-square * 43.732, df = 27, p - O.0ZzGama = 0.300

8.0 0.0
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adjustment (Burnf ield and Burnf ield, l97B) . However, l^/right

(lgoo) contends that this reìationship is questionabre, at

best.
The patientrs description of their condition was also

significantly related to the adjustment score (chi-

square=21.370, df=12, p=0.025) as shown i n Table 24. 0f the

73 (80.22) respondents. to th i s quest i on who descr i bed the i r

condition as "attacks and remissionsrt, ,'slowly progressing',

or "rapidìy progressingr', 30 (41. ìU) had low adjustment

scores indicative of positive adjustment; À3 $8.92) had

higher adjustment scores indicative of poor adjustment.

lnterestingìy, of the smal I group of patients wi th ,'rapidìy

progressing" condi tions, 83.32 had an adjustment score of 3

or, more i cat i ng a tendency toward poorer adj ustment. To

some extent then, even those persons with a more rapid,

predictable condition course, experienced adjustment

probìems similar to those with a more marginal health

status. Perhaps the rapid nature of the decl ine does not

a I I ow the pat i ent adequate t i me for adj ustment approaches.

TABLE 24

CONDITION DESCRIPTION BY ADJUSTMXNT SCORE

Condl t lon
Deacr Ipt lon

t Scale

NI NZ NZ NZ NZ NZ

Mlnlual SyEpton6

Attacka and Reolsslons

Slouly Progresslng

Rapldly Progreeelng

OËher Descrlptlon

4 33. 3

4L.7

L6.7

0.0

8.3

I

I2

10

2

24 .2

36 .4

30.3

3.0

6.L

0

II

2I

4

3

0.0

14.3

7 r.4

14.3

0,0

0.0

0.0

0.0

0.0

0.0

L3.2

3r.9

41.8

6,6

6.6

0.0 0

28,2 I
53.8 5

t0.3 I
7.7 0

2

0

I

L2

29

38

6

6

0

0

0

0

0

N 12 100.0 33 100.0 39 100, O 7 100,0 o 0.0 91 100. o

13.2 3ó.3 42.9

Chl-equare = 23.310, rlt - 12, p = 0,025

Total

7.7 0.0 100. 0
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Local Communi ty Resources

The availabiìity and accessib¡l¡ty of a list of eight

common locaì communi ty servi ces (e.g., bank, theatre) was

not significantìy related to the patient's mobility rating

when contro I I i ng for hea ì th reg i on of res i dence.

Itlembership in a local chapter of the llultiple

Scìerosis Society was not significantly related to any of

the fol lowing variables: age; sex; adjustment score;

disability; need for recreation; ìength of time with

diagnosis, total services received or mobi I ity rating (al I

controì I ing f or heaìth reg ion of res idence) . l'lembersh ip in

a chapter was however, significantly related to heaìth

region of residence (classif ied as l{innipeg or non-Winnipeg

health regions) in a chi-square anaìysis (chi-square=53.215,

df=6, p=O.0OO) . 0f rhe 42 (35.32) respondents who did not

indicate membership in any of the chapters, 3\ (81.02) were

lrlinnipeg health region residents;8 (19.02) were non-Winni-

peg region residents. Among the 88 (73.92) Winnipeg region

respondents, 5\ (6ì.42) were members of a chapter. Among

the 31 (26.12) non-þJinnipeg region respondents,23 0\.22)

were chapter members. This suggests, then, that respondents

from regions other than Winnipeg had sl ightly higher

membership rates in the l'lultiple Sclerosis Soc¡ety Chapters.
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Non-Respondent Prof i le

The method of data coì ì ect i on, because i t i nvol ved

telephone follow-up contact with the respondent, inititated

in the second week of data coìlection, allowed for a more in

depth rev i ew of the character i st i cs of non-responders.

By the time the data collection phase of the study was

compìete (i.e., I weeks after initiaì mailing of question-

naires), 8l (\0.52) of the questionnaires had not been

completed and returned. 0f these 8l 'rnon-respondersr',

te I ephone i nqu i ry forms (Append i x E) were comp I eted by

chapter voì unteers and staff wi th 5 of the survey part i c i -

pants in the I.Jestman region and ll of the survey partici-

pants in the Winnipeg region for a totaì of l6 compìeted

non-respondent profi le sheets. The reason for this ìow rate

of completion of non-respondent forms can be attributed to

the fact that the early telephone contact, rather than

distinguishing responders from non-responders, served mainly

to remind and motivate the participant to compìete the

questionnaire. l./hile teìephone contact was attempted for

al ì 200 survey participants, the majority indicated that

they would be completing the questionnaire. Thereforeo it

was inappropriate to complete a non-respondent form with

these participants.

0f the 65 (80.22) non-respondents for whom a teìeohone

inquiry form was not completed, JJ were reached at their

household. This incìuded I from the Thompson region, I from
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Westman, and 2li from Winnipeg. A further lì of these 6!

non-responders (10 from Winnipeg; ì from VJestman region)

could not be reached by phone after several attempts. As a

result, a total of 2l (10.52) subjects were not accounted

for at the end of the data collection phase. ln many of

these cases, teìephone numbers could not be located for

these subj ects.

Te I ephone I nqu i ry I nformat i on for Non-Respondents

0f the l6 telephone inquiry forms completed, ll

(68.82) were f or f ema le subj ects; S ßl ,37) f or ma le

subjects. These proportions are simi ìar to those of the

respondent group. Telephone responders ranged in age from

26 to 66 years or over, with the largest proportion in the

36-\5 year age range. Highest educational Ievel attained

ranged from high school to university degree(s), with /
(l+6,72) having 'rsome h igh school ". 0ne may interpret f rom

this that comprehension difficulties due to ìimited

education were not a major reason for non-response. ln

addition, the majority of teìephone responders resided in

households where other members were present. At least for

this group, then, the availability (aìthough not necessary

willingness) of a person(s) to help them complete the

questionnaire, if necessary, was not a reason for non-re-

sponse. However, i t is noteworthy that four Winnipeg region

teìephone responders resided in institutions and of these,

three were unable to complete the questionnai re due to
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physical I imitations such as visual probìems, fatigue, or

memory loss (Table 84).

The date of diagnosis varied between ì-j years to ì6

or more years, with no one category predominant. Personal

descriptions of the course of the condition varied consider-

ably, however the majority of telephone responders ín both

Winn ipeg and l./estman reg ions descr ibed the i r cond i t ¡on as

rrminimal symptomsrr. This would suggest, then, that for

those 8 (53.3?6) responding in this fashion, physical

I imitations were not a reason for non-response. ln terms of

adequacy of community services, seven of the nine who

uti l ízed community services rated them as good or excel lent

in meeting their neecjs; six telephone responders had not

uti I ¡zed any community health and social services (Table

8s).

A review of the open-ended comments regarding

questionnaíre non-response indicated that physical ì imita-

tions and lack of time were the main reasons for non-re-

sponse. The ìength of the questionnaire may have been a

contributing factor here. ln three cases, telephone

responders indicated that they did not receive the question-

naire.



Chapter V

CONCLUS I ONS AND RECOÌ'1I'lENDATI ONS

This study was conducted in order to identify the

psycho-social needs of persons with muìtiple sclerosis and

their famiìies, as they exist in specific geographic regions

of the Province of ilanitoba. ln keeping with this goal,

several major conclusions based on the specific areas of

investigation in the guestionnaire can be formulated.

However, these conc I us i ons shou I d be i nterpreted wi th

caution in I ight of the bias imposed as a result of

selecting respondents from the l,luìtiple Sclerosis Society

patient ì ist (i.e., female bias; tendency to underrepresent

recently diagnosed and those wi th rapidìy progressing

symptoms). The conclusions to fol low are specific to each

of the major sub-sections of the questionnaire.

Conclusions

Demograph i c Factors

Response rates from all heaìth regions were high for a

mai ìed questionnai re, suggestíng that there was at least a

general interest in the aims and objectives of the study. A

general profile of the responoent group suggested that most

ì40
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resided in the community with their families (i.e., spouse

or spouse and dependent chi ldren).

Hea I th Status

The common nature of fatigue and symptoms associated

with mobiìity probìems suggested that limitations in daiìy

activities and difficuìties with mobility were major

concerns for the person with muìtiple sclerosis. lt is

worth noting that personal anxiety concerning the condition

was not reduced with duration of the disease for many

respondents, suggesting that individuals, pârticularly the

'rslowly progressing group", must make continual re-adjust-

ments to the condition. There was not necessary a direct

path to I'acceptance" and adjustment.

Activities of Daíly Living

ln aìl health regions there was a strong tendency for

members of the househoìd to be considered the main source of

ass i stance for pat ¡ ents unabl e to i ndependent I y perform

various activities of daily ìiving. While the limitations

imposed by the normal aging process must be kept in mind, it

was in the performance of household activi ties where

assi stance from another person was requi red most frequently,

rather than in the area of personal care activi ties.

Fatigue and mobility restrictions probably contributed to

th i s need.
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The majority of respondents did not indicate a need

for additional aids or assistance from another person to

perform activities of dai ly ì iving, since they were coping

adequately at present with the resources availabìe to them.

There was some indication that patients and fami I ies wanted

to remain independent of community support services (e.g.

Home Care Program) for activities of daiìy ìiving. Despite

the help of household members, there was an increased

utilization of health and social services by those more

dependent in the performance of activities of dai ìy I iving.

Ne i ther f i nance constra i nts nor I imi ted knowl edge of how to

obtain support services (e.g. Home Care) were considered

major obstacles to obtaining these services ¡f they were

necessary. Avaiìability of such support services was not

generally considered to be a problem, however, a small

proportion of respondents currently using the Home Care

Program noted some restr i ct i ons i n the range of serv i ces

offered (e.g., Home Care attendants cannot perform heavy

household cleaning; or do shopping for client) .

l,lob i I i ty and Transportat ion

Despite the fact that mobility probìems were a common

symptom of multipìe scìerosis, transportation services in

all of the eight health regions were generalìy considered to

be adequate by the major ity of respondents. l'lost respon-

dents had access to personal transportation, thus publ ic or

commerc i a I sources were not requ i red. However , for
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approximately 2OZ of the respondent group within the

province, transportation diff iculties were noted. General-

ìy, this was the group with a poorer mobility status and/or

higher ìevel of disability; some were in the older age

g roups .

The majority of users of Handi-transit services

cons i dered i t I ess than "conven i ent and adequaterr.

Respondents noted prob I ems due to i nconven i ent schedu I es ,

priority given to wheeìchair-bound, not ambulatory with

canes, and the service not coming to their specific area of

the city, suggesting that improvements in this service may

be beneficial to some of its users.

0n a regional basis, the non-Winnipeg health region

population utilized aids and assistive devices to a lesser

extent. However, a I arger proport i on of th i s group,

aìthough stiìì a small minority, indícated a need for

additional aids if they were aid users at present.

Health and Community Services Utilization

A high level of disabiìity naa the most impact on

health service uti I ization and the related areas of contact

with and awareness of community agencies in aì I of the

hea I th reg i ons. The pat i ent serv i ces prov i ded by the

flultiple Sclerosis Society of Canada were the most weìl-

known commun i ty serv i ces to the maj or i ty of respondents.

However, while visibility of the Societyrs service was high,
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actual contact with the Society in the previous l2-month

period was made by just slightìy more than 5OZ of those

aware of i ts serv i ces. Among the commun i ty agenc i es

representing disabled personsr concerns, counsel I ing, and

vocationaì rehabilitation, service awareness was very low,

however the majority of respondents did not indicate a need

for further information concerning these services.

The ut i I izat i'on of med ica I care was h igh among

respondents, with just less than 50\ of respondents involved

in neurological consultation. The Winnipeg lluìtiple

Sclerosis Cì inics, as a new assessment and support service,

were of interest to a select group (approximately l0Z of

respondents) based on the population from which this sample

was seìected.

Empìoyment and Activi ty

Within the working age group, the presence of multiple

sclerosis was considered to be the main reason for unemploy-

ment (or only part-time employment). This limitation had

not resulted in financial problems for the majority of

respondents, since other sources of fami ly income were

present, however, a small minority noted the need to obtain

financiaì assistancer pEtFticularly in the areas of transpor-

tation, and aids or assistive devices.

Job changes due to muìtiple sclerosis were noted by

both the patient and/or fami ìy members, suggesting that for
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some patients and fami I ies significant I ifestyle changes

were necessary to accommodate a new health status.

Le i sure and Recreat i on

Among respondents throughout the province only 287

participated in organized recreational activi ties. The

extent of this participation appeared to be independent of

the existence of multiple sclerosis (i.e., disability). A

slightly higher proportion acknowledged a personal need for

participation in recreation. There was some indication that

those with more difficulty in adjustment considered

recreational and social activities an existing personal

need.

lnformation and Education Services of the l'luìtiple Scìerosis
Soc i ety

l./hile the distribution of patient services material

was l¡mited in scope, it was not biased by health region of

residence, disabi I ity or adjustment level of the respondent.

Among the I ist of seven service areas of the Patient

Services Program of the l'luìtipìe Scìerosis Society, the

majority of respondents indicated that they had not received

such information, with the exception of information on

cur rent research . l^/h i le some serv i ces wou ld not be

appì icable to al ì patients (e.S., information for chi ldren),

orientation sessions for newly diagnosed, medical referral

information, assistance in seeking heaìth and sociaì

services, and advocacy of rights have broader appìicability.
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ln tai loring services to meet patient needs, it is worth

noting that the majority of respondents were interested in

the fol lowing (ín decreasing order): information on current

research; advocacy of r i ghts; and i nformat i on for spouses.

There was more seìected interest in other areas such as

orientation sessions for the newly diagnosed. The limited

dissemination of orientation information in this respondent

group was not surprising since most respondents had the

diagnosis for several years. Patient service del ivery

networks were far ìess extensive in the past than at

present, accounting for poorer dissemination of information.

However, the ìiterature considers this to be a criticaì time

for information and support services to patìents, thus it is

important that a viabìe I ink between physician/diagnosti-

cian, newly díagnosed patient, and the l4ult¡ple Sclerosis

Society be establ i shed to ensure adequate support services

are brought to the patient¡s attention and uti I ized ¡f

requ i red.

There was strong support by the majority of respon-

dents toward improvements in the educational/informational

services directed to the publ ic, health professionals and

para-professional, and business and industry, in an effort

to heighten the awareness of these groups concerning the

needs and rights of persons w¡ th multipìe sclerosis and

their fami I ies.
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The majority of respondents and/or their families did

not express a need for or interest in further information

concerning a wide range of patient and patient-fami ly

services. This seems in keeping with the low participation

rates in organized recreational/social activi ties. patient

and fami ly support services were not of interest to the

majority of respondents, w¡th the exception of diet/nutri-
tion ínformation. However, speci fic target groups (i.e.,

young or single persons with multiple sclerosis, and those

interested in physical therapy programs) did express an

interest in programs/activit¡es directed at their unique

social, counseìling, and physical needs. There was some

i nd i cat i on that the o I der age group were i nterested i n

social ízation programs and activities (e.g., day trips and

outings), while the younger age group indicated slightly
more interest in the areas of counseì I ing and programs for

chi ldren.

Family Reaction

I n genera I terms , respondents i nd i ca ted that the i r

spouse was the fami ly member having the most difficuìty with

adjustment. However, respondents rated their spouses, /chil-
drenrs ìevel of understanding of the condition in the high

range. Despite this, and in keeping with the smal I

proportion of peopìe having received fami ly support

information, a fairly high proportion wanted their spouse,

and more particuìarly their chi ldren, to receive more
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information concerning the condition. This type of

informational need was related to the patient's level of

adjustment, suggesting that fami ìy support services and

information may be of more immediate value to those patients

with poor adjustment levels. The I ink between fami ly

support and patient adjustment was wel I documented in the

I i terature.

Ì.Je I I -Be í ng and Suppor t Sys tems

Whi le most respondents indicated support .sources as

famí ly, friends, physician, spiritual affi I iation, and the

llultiple Scìerosis Society, the existence of one or more of

these support sources was not reìated to the patient's own

anx¡ety leveì concerning the condition. A major personal

adjustment to the condition was st¡ I I required, this being

independent of other support sources. Specific areas where

patient adjustment seemed particularly diff icult included:

dealing with limitations in activities; physicaì symptoms

causing discomfort; and the uncertainty of their future

health status. Support servíces including therapy programs

and group counselling efforts for those individuals

i nterested i n such approaches may target these areas of

concern. lnterestingly, whi le adjustment was reìated to

fami ìy support and the course of the condi tion, service

uti I ization/awareness, and length of time with the diagnosis

did not relate to the patient's adjustment to the condition.

This would support the fact that, even over time and with



149

adequate service provision, patient adjustment to multiple

sclerosis was by no means assured. The psycho-social coping

model, suggesting a reverting back and forth between

di fferent levels of adjustment as the condi tion changes,

would appear to be supported with these findings.

ln regions of the province where l'lultiple Sclerosis

Society Chapters did not operate, there was a strong need

expressed to establ i sh these organizations. The role pìayed

by the chapter was seen to be one of (in decreasing order):

information-giving; research; fund-raising; assistance; and

counsel I ing.

Local Communi ty Services

Essential communìty resources were both accessible and

avai lable to the majority of respondents in al I regions of

the province. lf community services were lacking, it was

generally in the area of leisure/recreational facilities.

However, emergency contacts and resources were avai lable to

the vast majority of respondents.

Recommendat i ons

Based on these general conclusions, the foì lowing

recommendations can be made in light of the four major foci

of the Patient Services Program of the llultiple Sclerosis

Society of Canada (Terms of Reference, 1982):

a) Educat i on
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ì. To provide information, specifically to patients

in the non-l.Jinn ipeg hea I th reg ions, regard i ng the

availabiìity of aids/assistive devices in their

area;

2. To heighten the awareness of persons with multiple

sclerosis concerning the avaiìability of vocatíon-

al rehab¡l¡tation services, and specific handicap-

ped employment groups;

3. To educate and inform patients about the extent

and range of community agencies involved in

counse I I i ng and suppor t;
l+. To increase the dissemination of information

related to current research on multiple sclerosis

within existing patient service communication

channeìs (e.g., newsletters) , and/or through the

establìshment of a Èlultipìe scìerosis Society

lending ìibrary;

5. To continue to direct an educationaì emphasis in

the area of orientation for the newly diagnosed

patient;

6. To increase the dissemination of information to

patients and thei r fami I ies on the advocacy role

played by the l,lultipìe Sclerosis Society and other

relevant voluntary health agencies. This would

include advocacy concerning the rights of mul tipìe

scìerosis patients/disabled persons,/chronicaì ly

ill;
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the d i ssem i nat i on of i nformat i on to

fami ly concerning educational support

and children;

the dissemination of information to

famiìy with an emphasis on diet and

concerns.

I

b)

c)

Liaison and Co-ordination

l. To improve the liaison with the Home Care Programs

in the province, particularly the education of the

home care attendants concerning the needs and the

adjustment process of the person with multiple

sclerosis;

2. To liaise with other health organizations,

particularly those providing counseì I ing and

support services to the disabled and/or chronical-

ly ill, in order to collaborate and co-ordinate

efforts directed at improving awareness of the

needs of these groups;

3. To estabìish a linkage with health care profes-

sionals, the newìy diagnosed patient and family,

and the llultiple Sclerosis Society in order to

provide support services during thîs time.

Resource Deve ì opment

To develop programs and activities of a target

specific nature that deal directly with the unique

needs of different groups of mult¡ple scìerosis
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patients (e.g. ' young persons, singìe persons,

those interested in physicaì therapy);

2. To encourage and promote the development of

Itlultiple Scìerosis Society Chapters in new areas

of the province;

3. To provide assistance to persons wi th multipìe

sc lero.s is i n seek ing hea I th and soc ia I serv ices,

including information concerning the l'lultiple

Sclerosis Clinics in WinniPeg;

4. To deve ì op human resources to i mprove the mob i ì i ty

leveìs of persons with multiple sclerosis (e.g',

voì unteer dr i vers) .

d) Advocacy

t. To direct advocacy efforts in the area of

transportation services for the disabled, since

there was some suggestion that improvements to

Handi-transit would alìow this service, in

particular, tó be more wel I uti ì ized by multipìe

sclerosis patients with limited mobiìity.

2. To di rect advocacy efforts and further investiga-

tion into the area of Home Care assistance, since

there was some indication that a wider range of

household support services would benefit some

patients, especial ly those I iving aìone;

3. To di rect advocacy efforts toward: the general

pub I i c, by i ncreas i ng the i r awareness of the

condition; the health care worker, by increasing
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h i s/her understand i ng of the psycho-soc i a ì needs

of the muì tiple sclerosis patient and fami ìy; and

business and industry concerning empìoyment

options for the person wi th multiple scìerosis.

Summa r y

ln keeping with the increasing interest in providing

co-ordinated health services, voluntary agencies Iike the

t'luìtipìe Sclerosis Society have undertaken needs identifica-

tion studies to determine the physical ' sociaì, and

emotional needs of their patient population, as perceived by

the pat i ents themse I ves . The maj or obj ect i ve of such

studies is the development of programs and services that

attempt to meet the perceived needs of the patient popula-

tion.

The results of this needs identífication study

demonstrated that, for the majority of respondents surveyed'

the¡r physical and social needs were adequateìy met by theìr

personaì resources and existing community services. ln al I

geographic regions of the province community services were

avai lable and accessibìe to the majority of respondents.

Whi le the majority of respondents were not in need of

additional educational, informational, or social support

services by the l'ìultiple Sclerosis Society, specif ic target

groups such as young or singìe persons with multiple

scìerosis expressed an interest in services directed at

their unique needs. Further to this, the majori ty of



154

respondents were support i ve of more i ntens i ve educat i ona I

efforts by the l'1ult¡ple Sclerosis Society, directed at the

general public, health professionals, and business and

industry, in order to heighten the awareness of these groups

concerni ng the needs of persons wi th mul ti ple scleros i s.

The resuìts of this study suggest that the basic

physical, social, and emotional needs of persons with

muìtiple sclerosis are being met by the existing health and

community services throughout the province. lt is hoped

that this study wi I I provide direction for future program

pìanning activities by the l4anitoba Division of the Hultipìe

Scìerosis Society of Canada to address some of the more

specific issues that have been identified in this project.
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APPENDIX A
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Figure E. Scherutic æpresentatbn of lhree grnupings
of indiuíduols wúh whom c palient sem,ce cærdlrctor
of a uoluntary agenc! musl uorh tn order tô integrat¿
aertices. The t¡ot on the right repreæn¿s citizen¿ aú.
identrfæs the MS agenca. The boz on the Ieft
represenas organ¡zcd human-aenice professtorcls or
insliluliorc of lhe communúy, ond, the upper side
,tpresenls the læal offices of state gouernmen! seruice
d,eprtnents. At the øp, the hea¿th qÚtstems ogeEy is
the mnitoring and, planning ogenl for th¿ srzk and
fed,erul gouernmentsdnd must hÚue consura¿r (citi¿en)
representotbn on its gouerning &nrd as inditaled by
thz dotted line conrecling it lo the F,l.ent seruice
cardirctar. Srccesa of the cærdinaør is depndent
o^ integrutnn of appropriote personnel to colue cpecifia
combination¿ of pmblem of MS pttents.
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Figure a schematrcalty depicte the th¡ee-eided
tPectrum of ¡esources described above. The con-
cept was derived from a pattern of community re-
source coordination developed by Curtie and
Neuhau¡ert and adapted further by Slaterz for the
prospective role of the voluntary categorical
agcncy. In this conccpt, thc role of thc MS Socicty
ia to provide a patient aervices coordinator whô
will act as a "switchbr.¡ard" and collaLor of informa-
tion on patients and families in need ofaseietance,
and who will aleo catalyze and coordinate the
community resources through the approprlate prù
feesionals and voluntæers needed for individuãl or
group problem-solving of medical or social con-
cerns. Figure e portraye (heavy arrow) the direct
responsibility ofthe patient eervices coordinator to
the voluntary MS chapter. The lightcr atro*,a re.
flect the hypotheticai aggregátión of reaourceg
from governmental agencies, iommunity inetitu-
tions, and citizen volunteers (including other ca-
pable MS patients) to provide specific services. The
dotted arrow reflects the obviôus need of the MS
chapter ûnd its patient s€rvice coordinator to re.
laÞ to the planning and reeource allocation of the
governmentally eponsored Health SystemE
Agency. This latter linkage has yet to be developed
into an operationÂl reålity and depends as mucli on
the evolution of publidprivate sector relationshipe
in the United States as on the evolution of reã-
Bonably predictable and atable yoluntaÐ¡-agency
stalhng patt¿rns.

Figure 3. Model of the RoIe of the Voluntary
Agency 1n Service Delivery

Source: S1ater, R. J. A ¡lodel of care: Matching Human services
Eo patienËsr needs. Neurology, 19g0. 30. p.42.
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CONCEPTUAL DIMENS¡ONS OF A DEFINITION OF PSYCHO-SOCIAL CARE FOR PEOPLE VITH MULTIPLE SCLEROSIS ANDTHEIR FAMILIES

Catctdict

Stå96

|. Pre-Diagrci*Pric
to Profeicsl
Cotact

Pcsm/Systems
Invol ved at
Each State

l. Pdson eith Ms

2. Family/Clse
Fr¡mds

,. Vtrk contacts

{, School contacts

J. Sæial contacrs

FactG that
¡nflwnce th€

Adaptat¡m Process

Personal

l. Const¡lutimal Factors -
e.8., ate, sex, personality,
knowledge, skills, self
concept md life history

2. Relationships - Roles,
perceptions æd cxpecta-
tions

3. Philosophy of Life/Rclig-
io6 Fa¡th

Course of Disorder

l. Sitns/Symptoms - Fre-
quency, dwal¡on, variety
and severity. Degree of
drsability and threat to
life style

2. Duration of stage

Spcc¡d NædJ
Unique to

Each Stage

Biological Needs

l. to maintain basic biological
f mctions

2. to f mction safely

3, to bc free from pa.in

¿r. to bê mob¡le

5. to tuvc energy

6. to fuction sexually c.t., to
toKh md bc torched

PsVcholop¡cal Needs

l. to make sense of semory
md f uctional chante

2. to mainta¡n a sense of r¡s-
malcy

Sæiological Needs

¡. to be able to commhicate

2. to b€ believèd md accepted

3. to have a sensc oI intimacy

"D"
From An Analysis of

Cate6ories A, B, and C,
Plæ ar¡d ÂctiûE

(Psycho-Social Care) are
Gcnerated Wh¡ch Assist

in tlE Adaptat¡on Præess

l. A$ist the trrblic to bÊ
knowledgeable and
mot¡vated enough
about their health to
seek mediGl carc
when necessdy

2. Creatc il ae&enesj
of the importmce of
this stage fs later
cue and plans

Rcor¡cc¡ Rcç¡irc{

l, Spccific informarim
is næded retildint
th€ impact of each
slate on later ca¡e
ðd ples la per-
sons with multiple
sclcrGis, tlEir
fam¡l¡es ild impor-
tant others ild a
Pay to dissem¡nate
th¡s to tEalth Fe
fessional s

Z Find out hoy to sE-
cessfully teach
health cducat¡on to
people

Source: Multlple Sclerosis Society of Canada, Ontarlo Dlvisfon.
A ParÈ Ps soclal of wl
Multlple SclerosÍs and their Faroilies l'larch,

cF\
\rì



CONCEPTUAL DIMENSIONS OF A DEF¡NITION OF PSYCHO-SOC¡AL CARE FOR PEOPLE WITH MULTIPLE SCLEROS¡S AND THEIR FAM¡LIEs

Catcguic

Statès

?. PreDia8n6iF
Aft6 Prof6s¡üEl
Cdtåct

Persm/5yslems
lnvolved at
Each 5ta6e

l. Person with MS

2. Family/Close
Friends

3, Heålth Professionals

0. School contacts

,. Vük contacts

6. Community Re-
sowces - public æd
prlvate

Factqs that
lnflænce the

Adaptatim Process

Sp.cia¡ Nædr
Unique to

Each Stage

Bioloßical Needs

l. to maintain basic biologcal
f uc tions

2. to fuction safely

3. to be lree lrom pa¡n

4. to b€ mobile

5, to have energy

6. to fmct¡on sexually e.t., to
touch and be touched

Psvcholoeical Needs

l. to be free ol seriow disease

2. to feel secure in the pre-
smce ol uncertainty and
lea of the qknown

,. to leel worthwhile

4. 10 have hope/iaith

,, to be tiven explanat¡on in a
way that oflers comlort and
hope

6. to be protected from m-
wanted knowledte

SæioloPical Needs

l. to have symptoms recog-
n¡zed ð valid

2, 10 b€ truted
3, to trut others

4. to have confidence ¡n tralth
cae pofessionals

5. 10 be hderstood
6. to hâve open commm¡cat¡m
7. to be reassured

t. to have a sense of intimacy

"D,
From An Analysis of

Categories A, B, and C,
Plæ Md Acr¡qrr

( Psycho-Social Cre) arÈ
Generated Which Assist

¡n thc Adapration Procesg

ln l¡tht of lh¡s srage of rhc
persn with MS and th€ un-
certainty, the. p(of ess¡onal
shall do a thorough assess-
ment of those reas (sub-
caregories) idenrified ¡n
conceprGl categories A, B
and C. He/she shoutd part¡-
cipare ¡n consultat¡on with
other professional workerr
to assist ¡n the diagnosis.

¡n litht of the assessment,
address those spec¡fic
areas that demand special
anent¡on. ln teneral, the
proless¡onal shall wck
with the p€rson/family
by:

l. be¡ng non-iudgmental
of the mexplained sitns
md symptoms

2. establ¡sh¡ng a supportivc
relationship with per-
son/lamily which pro
motes tr6t and helps
1o prepåre ftr laler
diagnosis md cmpl¡-
ance

3. encouaging ttle pcr-
son/famlly to con-
structively comms¡-
cale wirh all rhos pêr-
son(s) involved

4. educatini the personr/
f amil y/employer/educa-
tor of basic social-
healrh consumer r¡thts
and respons¡bilities

5. collecting and record-
ing relevant data

'E
Rcsor¡æ¡ Rcqircd

l. Specific inftrmatim
is næded regddint
the ¡mpacl of each
state on later carc
mdplansfcper-
sons w¡th MS, thc
families ild import-
ant others, and a
way to disseminatc
this 10 health pre
f e$¡onals

Personal

l. Constitutimal Factors
e.t., age, sex, personality,
knowledge, skills, self
concept and life history.

2. Relationships - Roles,
PercePlions and exPecta-
tioN

3. Philosophy of Life/Relig-
ious Fa¡th

Course of Disorder

l. Signs/Symptoms - Fre-
quency, dwation, variety
and severity. Degree of
disability md threat to
life style

2, Duralion of srage

Addi tional

l. Accuracy/inaccuracy of
inrerpretations of sym¡
toms

2. Accessibitity of profes-
sionals ild f acili ties

l. Knowledge, comp€tence
of health professiona¡s

g. Status æd awseness oI
related MS reseach

2.

t.

c.

Cr¡ttria ttr cwri-
cu¡a aboul MS - un-
der8rad$te, gradu-
alc post graduate
and continuing edr
cation for health
prolesimals

Mechðnìsms fa
data collect¡on ild
retrieval of ¡nlq-
mation relevant lo
the effect¡ye deli-
very ol service/edu-
Cat¡m protrams and
for the conducting
of clin¡cal, health-
care delivery md
båsic reseüch

Available inftrma-
tion on seryice and
educat¡on protrams
which are releyanl
to ttE needs of the
person wilh &tS/
fam¡lies/health pro-
Iessionals. Such in-
tormation should be
aYa¡lable to those ¡n
rural ild qban
afeð

o\
o\



CONCEPTUAL DTMENSIONS OF A DEFINITION OF PSYCHO-SOCIAL CARE FOR PEOPLE WITH MULTIPLE SCLEROSIS AND THEIR FAM¡LIEs

Catettri6

Statca

). Diatrcis Ðd lÞ
mediate Rcacti6
to O-la6rnir.

(The period of time
immediately alter
th€ condi tion is

"labelled" MS by
tlr physiciil)

Pasm/Systems
lnvolYed at
Each 5tage

lmmed¡ate

Peson with MS æd the
physician

FollowinR

Family, Clæe Friends,
health Fofessionals
who üe immcdiately
involved

"8"
Factffi rhat
lnflwnce the

Adaptation Process

Pffsonal

l.Conslitutional Faclors
e.t:, a8e, sex, PersonalitY'
knowledte, skills, self
concept md l¡te history

2. Relationships - Roles,
PercePtions Ðd exPecta-
t¡ons

3. Perceptim of M5

4. Experience md circum-
stilces of diagnosis
(what, who , wh€n, whêre,
how )

t. Reaclim to diagnosis

6. Philosophy of life/Rclig-
ious Faith

Course of MS

l. History of symptoms -fre-
quency, duatron, var¡êty
and severi ty

2, Degree ðd typ€ of dis-
abrlity - physical, emo-
timal, cotnitive

Addi lional

¡, Knowled8e, competence,
and skills of health fG
f ess¡mals

2. Accessibility of profes-
sionals and facil¡lies to
the person with MS

3. Statw md awareness of
sp€cific MS reseüch

"c"
Special Næds

Unique to
Each 5ta8e

Bioloß.ical Needs

¡. to mainrain bas¡c biolo8lcal
f m c tions

?. to fuctim safely

3. to be free from pain

4. 10 be mobile

t. to have enerty

6. 1o fuct¡on sexually e.8., to
touch and be touclEd

Psvcholosica¡ Needs

l. to react to ¡nf qmatim

2. to accornmodate - ¡¡., 1o
express/repress f eelings

3. to ask qæstims

t. to feel hope/faith

J. to have t¡me to assimilate

6. to ter appropriate informa-
tion/be protecled from un-
wanted ¡nfcmation

Socioloeical Needs

l. to 1r6t others

2. to tnve conf¡dence in health
care professionals

l. to tEve leelings respccted

4. to lBve mderstanding and
support from others

t. 10 be encouraged to react ê¡
an individual

6. to maintain existing su¡
porlive relat¡onships

7. 10 be tiven time

"D"
From An Analysis of

Catetories A, B, and C,
Plæ Ðd Aclim

( Psycho-Sæial Cae) are
Generated Vhich Assist

in the Adaptat¡m Process

At this stage th€ person
with MS is faced with a
reorganiation of sme of
the important aspccts of
his/her psychological
slructure, relationships,
ðd lile style. The profes-
sional should do a thorou8h
assessment of etegories
A, B, and C in qder to
prepare for commoicalinS
sith the pcræn/family and
with them ftrmulale plans
for management

ln teneral, the prolessiüal
shall work with rhe person/
fmily by:

l. providing time¡y and
accuale ¡nformation
to the person/family
about MS (æ per thcir
request)

2. comsellin8 the person/
Iamily about various
feelings they may ex-
perience and reassuring
thern of thc normalcy
of emotional or social
responses to tlE dia8-
noSrs

3. assrstin8 the person/
family in adopting an
appropriate level of
acr¡Yity Brven the p€r-
son's degree ol dis-
abil¡ ty

0. 6uidin6 the family with
rcspcct to real¡stic ex-
pectations of ttË pÊr-
son w¡th MS

t. educating rhc personr/
family about r$ouces
avai¡able to them

Rær¡cts Required

l. Specific infümatim
reguding thc im-
pact of each stage
on later care and
plm3 fc persons
with MS, the family
æd importmt
othersi and a way to
disseminate thrs in-
formation ro healrh
¡of essimals

2. Critsia fq curi-
cula about MS for
health ¡ofessimals
at undergraduate,
tradute, pos¡ grad-
uate and Continung
edwalim leyels

J. Mechanisms fø data
collect¡on and ret-
rieval of infsma-
tion relêvant to the
effective deliyery
of serv¡ce/education
protrams and fs
the conductint of
cl¡nical hÊâlth care
delivery, and basic
reseuch

{. Equl access to
diagnosis, education
and mmatement ftr
persons with MS

5. Availabte inftrma-
l¡on on service and
edKatim prograrns
which are relevanl
to the næds of the
person wilh M5/
families/health pro-
fessionals, Such in-
fqmôtrm should be
available to those in
rual md wban
ilea5

o\
!
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6. linking rhc pcrson/
family with appropr¡ate
services

7. cousellint the person/
family in gæd com-
mwication sk¡lls s
that relationships may
bÊ maintained q en-
hilced

t. providing the oppor-
tunity for the person/
family to meet olhers
w ho have/had similar
experiences

9. collectint and record-
¡nt relevæt data

6. Opporttn¡ties Iü
person/family ro
meet with others
wirh MS and their
Iamilies

7. Opportúit¡es ftr
immed¡ate educa-
1¡ons Frotrams to
meet the person/
famil/s needs Iq
information about
MS and living with
chronic disease

t. Acccss to ¡nftrrna-
t¡on about and link-
int eith commm¡ty
resouces for the
Ferson with MS, thc
family ðnd rhe
heal th prof ess¡mals

9. Reliablc inf qma-
t¡on about the bra¡n,
f atitæ, mob¡lity;
timely and appro-
[riate ¡nlervent¡ons
relevant to people
e¡rh Ms

10. Reliable inf *ma-
tion about famil¡es
who successlul¡y
¡ive with MS

I l. Reliable informa-
tion of the optimal
way of commui-
cat¡nt with th€ per-
son with MS and thc
f amily

o\
co



CONCEPTUAL DIMENSIONS OF A DEFINTTION OF PSYCHO-SOCIAL CARE FOR PEOPLE WITH MULTIPLE SCLEROSIS AND ÎHEIR FAMILIES

Seondary React¡m
State/Ad¡6tint.

(The per¡od ol timc
for learning 1o
cope with change.)

P6sæ/Systems
¡nvolved at
Each Stage

¡. Pdson with Ms

2. Family/Friends/Pc-
sonal Contacts

3. Employers/Edmölors/
Volunteers

{. Hcalth Prolessimals

,. Health Syslems -
recotni zed and
mrecognized

6. MS sæiety

7. MS Cl¡n¡cs

8, Cmmmity Resowces

- publ¡c ed private

Catctú¡6 "8"
FactG that
¡nflænce the

Adaplatim Præess

Personal

l.Constitutimal Faclors
e.8., a3e, sex, personal¡tyl
knowled6e, skills, self
concepr and life history

2. Relarionships - Roles, per-
ceptions and exPectations

J, H¡story of personal exper-
ience in preYious states

4. Effect on life stylc

5. Philosophy of Li|el
Relitious Faith

6. Persons' and familiest
abiliry to act¡vely copc

Course of MS

l. Course of disease

2. Degree Ðd rype of d¡s-
ab¡l¡ty - physical, emo-
tional, cogn¡tive

3, Duration of sta6e

Add¡ lional

|. lnformation given md
skills taught

2, Availability of ad ac-
cessibility to, fac¡lities
and professionals

1. Knowled6e, cornpetence
and skills of healrh pro-
f essi onal s

4. Strtus and awareness of
related M5 reseùch

Spcc¡al Næds
Uniq€ to

Each Sta8e

Bioloeical Needs

l. to ma¡ntÀin basic biological
f mctions

2, to f uction safely

3. to be free from pa¡n

4. to be mob¡le

5. to have energy

6, to f6ct¡on sexually ê.t., to
touch and b€ touched

PsycholoEica¡ Needs

l. to have hope/fairh

?. to tnve courage

l. to feel stable

4. 10 mainfain dign¡ry

J. to believe in self-cfficacy
(dreams/denral )

6. to get appropriare informa-
rion/be prolected from un-
wanted knowledge

7. to have control/mastery of
self and environment

t. to adjust ro change/loss/
uncertainty/ep¡sodic ctronic
disease

9. 1o be adaptable

l0 to re-define self

I l. to develop a legacy

Sociolopical Needs

L to re-define roles ild rela-
lionships

2. to maintðin and develop
posi ¡ive relarionsh¡ps

3. to ma¡ntain social stat6
4. to be accepred

Rcao¡¡æs Rc$¡¡rcd

The health professional(s) ¡. Spccif¡c intormatim

From An Analys¡s of
Categories A, B, and C,

PlÐs ild Act¡dlr
(Psycho-Sæial Cue) are
Cenerated lYhich Assist

in the Adaptation Præess

shall continuc to en-
courate,support Ðd èss¡st
the person/family to adapt
by;

l. Collecting and record.
int relevènt data

- hislory of the drsease
- Presenl s¡tns rd

symptoms
- current biological, coßn¡-

live, emolional, soc¡o-
log,ìcal needs
- emorional and spiritual

aspects of person/lamily
- person's self concept
- coping skills used and

their effectivene5s
- Present mmagemênt Fù.

tr ams

2. Defining problems s¡th
person/farnily

3. Developing a psyclþ-
social plan wirh pcrson
/lamily by:

- providing t¡mely Ðd ac-
curate informatioo 10 the
person/f am il yaboutMs(as
per their requesr)

- having a knowledte ol
the concepts of successful
inter vention

- empãthizing with person's
/family's leelings
- beint non-,udtmental
- enhilcing person,s/

lamily's adaptatim skills
- educatin8 about and ¡ink-

ing w¡th relevant and
specilic services and re-
surces fù the purpose of
preventton, cris¡s inter-
vention üd follow-up

Srages

is needed r¿ttrding
the impact ol eôch
stage on later care
and plans lr per-
sons with MS, their
families and irnporr-
ant others; and ð
way to d¡sse¡n¡nðte
this to hea¡¡h pro-
f essimals

2. Cr¡teria fø curi-
cula about MS -
undergradGte, tra-
duate, post Eraduate
and continu¡nt edq
cat¡on lor Foles-
simals

i. Mechan¡sms f a
data collection and
re¡rìeval of infor-
mation relevant to
the eftecrive del¡-
very of service/
educatim proBrams
and for the conducl-
ing of cl¡nical and
basrc research

ll. Equal access to diat-
nosis, education
and manate¡nent ltr
persons with M5 in
Onlüio

,. Available infcma-
tion on service and
education progratns
which are relevanr
lo the needs ol llE
p€rson wrth MS/
families/healrh fro-
fess¡onals. Such in-
formarion should be
available to those in
rwal ild uban
üeas

o\\o



J. to maintain a desir¿d stæ-
düd of living

6. to have variðbility of f6c-
tion understood

4. EvalÉtin8 and moni-
torint thc pcrsonrs/
family's treatment
throuth onBoint reas-
sessment

,. ProYid¡nB opporl(nities
for ongoing educalion
âbout MS in teneral,
MS as ¡1 relates to the
specif ic person,/lamily,
and current treatments
(recognized md n-
recognized)

6. ProYidinB opportmiti6
lor person/fam¡ly to
meet with others in
similar situations (to
share, to ofler/rece¡ve
help, to be/see a role
model)

7. Ccord¡nat¡ng and col-
laboratinß w¡th exist¡nt
resoúces

6. Opportnity fø
persons and families
to mæt with others
with MS and their
f amil¡es

7. Opportmity for im-
mediate and on8oin8
varied education
Protrams to meet
the persons'with M5
and their famil¡es'
needs for infqma-
t¡on about MS and
lìvint with chronic
diæase

8. Access to ¡nforma-
tion about and link-
inB erth commuity
resowces for the
person w¡th M5, thc
family and the
heal th professionals

9. Reliable inlorma-
tion about th€ bra¡n,
f atigæ, mobility,
timely and apprc
priate inttrvent¡ons
releYant to peop¡e
with MS

10. Reliable inføma-
tion about tåmilies
who successfully
live with MS

ll. Assistace with thÊ
added financial
costs of chronic
diseasè

12, Available support
Fotrams which en-
cowate independent
li vi ng

\¡o



CONCEPTUAL DTMENSIONS OF A DEFINITION OF PSYCHO-SOCTAL CARE FOR P EOPLE VITH MULÎIPLE SCLEROS¡S AND THEIR FAMILIES
Categais

P63G/Systmt
lnvolvÉd at
Each State

Person with MS

Family/Friends/ Pa-
sonôl Contacts

Employers/Edrcatss/
Volunteer Groups

Health Profes-
sionals/Health
Systems

,. MS Society

6. MS Clinics

7. Cmmrnity Reswces
- public and privare

Factñ that
lnfltrcnce thc

Adaptation Proces3

Personal

¡. Masttring thc
sk ¡ lls

2. Constirutional

required

Factors
e,8., ate, sex, personality,
knowledge, skills, self
concept and life history

3. Relarimships - Roles,
PercePtions and expcc-
ta li ons

4. History of personal expcr-
tence in previoG stages

5, Capaci ty to live w¡th rn-
certainty

6. Life styte/gualiry of tife
7. Philæophy of Life/

Religious Faith
Course of MS

l. Course of disease

2. Degree ad type of dis-
abil¡ty - physìcal, emo-
tional, cotnitive

Addi tional

l. Accessìbility oflto com-
munity reæuces

?. Accessibil¡ty of know-
ledge, comp€tence of
h€al th professionals

,.stalus Ðd awareness of
related MS reseuch

Spccial Næô
Un¡ que to

Each 5tage

Biological Needs

l. to maintain basic biolog¡Gl
¡mctlons

2. to function sa{ely

3. to bc free from pain

4. to be mobile

5. to have energy

6. 1o frction sexually e.g., to
touch and bc touchcd

Psycholosical Needs

l. to have a sense of mastery

2. to adiust to the mcertainty
of MS

3. to be flexible
{, to lEve short and lmg-tdm

goal s

t. to makè sensc out of l¡tÈ
situation

6. to lEye a realistic sclf cor
cePl

7. to be comfortablê eith a rÈ-
def¡nit¡on of sell

t. to fæl worthwhile

9, to take risks

10. to maintain hope/faith

Sæiolo8ical Needs

l. 10 live wirh a re-definition
of roles

2. to be needed

3. to accept ttË næd fff
others

4. to mutelly co-operate with
others

t. to have satisfyint relatim-
ships/intimac y

From An Analysi3 of
Catetories A, B, and C.

PltrB atd 
^ctim(Psycho-Social Care) arc

Cenerated yhich Assist
¡n the Adaptar¡m præesÍ

R6or¡c"s Rcçrired

l. Spcc¡fic infümat¡m
is necded reguding
thÊ impact of each
state on later care
ild plans ltr per-
sons with MS, their
families md impor-
lant other$ and a
eay to d¡ssemiËtc
th¡s to hea¡th fc
f essiqals

2. Crireria ftr ctrri-
cula about MS -
undergradute,
traduate, post
tradmte rnd con-
tinuint ed(rcat¡on
fr profess¡mals

3. Mechanisms fc
data collection and
retrieval of infa-
mation relevant to
thc eflect¡ve dc-
livery of service/
èdrcatim programs
and for thc con-
ducting of clinical,
health care delivtry
and basic reseüch

l. Equal access to
diagnosis, educat¡on
and milatemmt fd
persons with MS in
Ontüio

5. Availablc lntama-
lion on scryice and
educat¡m p(otrams
wh¡ch are relevant
to the needs oI tlE
Fnrson with MS/
families/health prÞ
tessionals. Such in-
lormalion should bc
avai¡able ro those in
rual ild uban
üeæ

Stå8ca

L¡vint EffætiËly
with M5

(The period of time
when there is cop-
ing with MS with
realist¡c expecta-
t¡ons, approach to
l¡fe, ådaptations, etc.) g.

?.

1.

To cont¡næ to dcvclôD
pcrsoiãf-Ero w teage/skiit
base of th€ hêalth care
professionals and to collect
and record relevant data.
To contrnuc lo hcouasè
persoÃZGñäy by:

l. re-inforcing thcir need
f or self-determination

2, includin8 tttc person
and family in the dc_
cision makint process

3. offering opportmiti6
for persön and famrlv
to develop knowledceT
skill bæc

¡. empathiánt vith fæl_
lnSs

l. providing opportu¡ty
tor mastery

6. considerint thc ¡nstrr
mental, emotional re_
latimship6 and spirirBl
asprcts ol the Person
and family

7. cleæly specifying and
negoriatint the fæc or
objectivês of æy treat-
ment ild managcment
plan

t. prov¡ding opportmity
lor pcrson and family
to hêlp othcrs

9. providing adequate role
modelsi particularly
lkough ôssociation
w¡th othar persons/
families

10. linking eith resücÊs

\l



6. Opportm¡ty Iú
P€rsons and families
to mæt with others
eilh È15 and their
f amilies

7. Opportq¡ty ftr im-
mediate and ongoing
var¡ed education
PfoErams lo rneet
the personsrwith Ms
and their Iamilies'
needs fø infornra-
tion about M5 and
livint with clìronic
diseæe

t, Access to informa-
t¡on about and l¡nk-
ing wrth commmity
resowces for the
person with MS, rhe
f amily and the
health professimals

9. Reliable intorma-
tion about the brain,
fatigue, mobilily,
timing and kinds of
appropriate rnter-
Yentions relevant to
peoPle with MS

10. Rel¡able ¡ntorma-
tion abut lamilies
who successfully
live with Ms

I l. Assistmce witlì rhe
added l¡nancial
costs of chronic dis-
cæÊ

12. Available support
programs which en-
cowage indePendent
living

\l
N)



APPENDIX C

-173-



Mgã
Mulriple Sclerosis Sociery of €onodo

fiANIIOBA DIVISION

Sociéré conodienne de lo sclérose en ploques

DIVISION DU MANITOBA $P
1116.425 ELGIN AVENUE, WINNIPEG, MANITOBA R3A 1P2

Jarrary 11, 1983

(2041943-0576

Dear Strræy Participønt I

Ihe M:ltiple Scle::osís Socieçy of Canada, lkritoba Diwisi.crr, is currortly
co:rdr:cting a.sr.r\æy to_iderlifr tle redical , social and psyctrological neãdsof persons with ltrrtiple scle:rcsis tluûughout the pro'yj¡be of tqäitoua.

h additicn, r¡€ are id€ntifying the services a¡d facilities ar¡ailable í¡r
regians across l"læritoba desigred to reet tlese needs, The outcoÍE of Èhis
suney w-illåe the,grodrcÈi-cn of a "Copi¡g lltrtdbook" that r^/ill provide yorr
with tp-to-date i¡formaticn about the type of services and faciiities ar¡ail--
gÞle th:rcughout tÌÌe prûvi¡ce on a regicn-by-regicrr basis. t.Je hope tlrat tle
']C"piog Handbook" w'ill serr¡e as a useñrl resotrce guide for you and you
fÆri ly.

Yorr respcrrse to the enclosed +restioû'ra-i-re is parricularly i4orta-rt to tìis
sun/ey. lle Patisrt seruice Prograur will mtch the needs you identify with
the ser'¡ices and facilities ar¡airable ín the prcr\Írice. rn areas of tire
provjnce wtere needs er<ist, but services are tacl<ing, the ltrltiple sclerosis
lggiety can r¡ork tcr"¡ard in'proving the rarge of serr¡ices and facilities ar¡ail-
able to you in the ñrfqe.

The qæs4orrraires trar¡e besr distributed to a randcrn sæpie of persons withìt:ltiple Sclerosis. lùot everlrøre ¡,¡ith Ìá:ltiple Sclersosis will-receive a
quesÈicmìaire; IrcÁùgrer: tne M{tiple sclerosis society v¡iu rnl<e every efforE
Ëo disoc-ibute the "coping Handbook" to all persons witrr urru-pre scleiosis
¡^then it becones a'r¡ail"ble.

pleqss note t¡at all the info:rrntion you prowide v¡ill be held in ccnfidence.
You are tnder r¡o obligaticrr to pro\¡ide yorr nãE; hcnre',er, a space is p:ovided
+.tt€ quesLicrraire for yorr nue and address, if you¡¡onld like to iirch¡de
ttÉs i¡-fonstÍcr¡,

... .....2
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lriúin the next tr¡o r"eeks, a voltrrteer frm otr loc¿1 ctlapter or a resolrrc€
person i¡ the ccrrnnify will be i-n touch with you Èo slsure th,at you haræ
r.eceived the qr.estícnrraire, ærd to offer you any assistãlce Írr conpleting
it. Please reÈuÍr tlre qrcstiomaire in the enclosed øwelope at yow eairiest
com¡s¡isrce. Should you harre any questicnns ccrrcernilg the sr.rræy, please
ccntact lori Ferris at the ¡klitoba Divisicrr Office in Wirn"ripeg at: (2CÉ)
943-0576.

lJe trope tlnt the inforn¡aticn cmtained irr t¡re "Coping Hørdbook" will be telp-
ful to you and yotr fanlly ín reeÈÍng yor.r rreeds and heightming yor.a ãçrare-
ness of progrâm in yolr ccrnn-nity.

Th,ank-you verT m,.h for yotr pargicipaCim in tlÉs sun-y.

Yorrs sirrcerely,

Patricla A. Shtrrski, R.N.
Di:ector of Patient Seryices

,Ø*/ 24.;^,
1/ Jætet ¡,lc:riscrr
" Pro¡ect Co-ordi¡rator

JWsn
Ðrcl.
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Al I information kept in confidence

-NEE_05_ I qENr-l F I CAT I 0N SURVEY

A. BACKGROUND I NFORHATION

Please circle the number of your answer (circle only ONE answer)

l. Please indicate your age as follows

than l6 years
2! years
35 years
45 years
55 years

36
\6
56
66

I

2

3
\
5
6

7

Les s

r6 -
26-

For 0ffice
Use 0nly

l-2

t-õ-

- 65 years
years or over

2. Vhat is your sex?

I Male
2 Female

3. What is your current mari tal status?

I Single
2 Harried
I Di vorced/Separated
4 Widowed

4. What is your highest leveì of educarion?

I Eì ementary School 5
2 Some High School 6
I CompÌeted High School 7
4 Some Col ìege/Technical/Trade Schooì I

ì Live Aione
2 Spouse
J Spouse and Dependent Chi ld(ren)
4 Dependent Children
! Spouse and llon-dependent Chi ld(ren)

Col lege Diploma(or equivalent)
Some Un i vers i ty
Univers i ty Degree(s)
0ther

(p lea se spec i fy )

5. Who are the members of your househoid? (circle ONE only)

6 Non-dependent Chi ldren
7 Pa rent s
I Friends/Reìatives
9 Live in an lnst¡tution

2
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(pl ease spec i fy)

8. HEALTH STATUS

7. How long ago was the onset of H,S. symptoms lapproximately)?

6. t/hat is the nature of your residence?

I Or¡n House
2 Apartment
I Re la t ive 's l-kruse
4 Board i ng House

I Less than one year
2 l- !years
3 6 - l0 years

than one year
5 years
I 0 years

I Hinimal symptoms
2 At tacks and Remi ss ions
3 Slowly Progressíng

Hood Swi ngs
Hemory Lapses
Personal í ty Changes
Bowel /8ì adder

Prob I ems
Al tered Sexual

Ac t iv i ty
Altered Sleeping

Pattern
Visual Problems

-2

! Fr i end rs House
6 Nurs i ng Home/ I nst i tut ion
7 Other

4 ll - l! years
5 16 years or Íìore
6 donrt know

4 ll - l! years
5 16 years or flìore
6 donrt know

4 Rapidly progressing symptoms
5 0ther

(p I ease spec i fy)

Severe Headaches
Decreased Sensat ion
in arms and/or legs
Fatigue
Husc I e \./ea knes s
Loss of Baìance/
Co-ordination
0ther

(please specify)

8. How long ågo was the diagnosis of multiple sclerosis (approximately)?

I
)
3

ìess
l-
6-

9. How would you describe the course of your condition? (please circle oNE only)

Some people with J'lultiple Scìerosis encounter the folìowing symptoms or
problems. Pìease check the problems beiow which apply to you.

l2 lz
Yes Ib yes Àh)

For off i ce
use only

t-7

l.l'_

3



C. ACTIVITIES OF DAILY LIVING

il

Activities

For the following list of household act¡vities, please check the level of
assistance (if any) that you require?'t

-3

Level of Assistance

178

5
Abl e, but
P re fer
lùct to

lùc Help
Needed

2

Help of an
Assistive
Dev i ce

3
Hel p of
Another
Pe rso n

4

Unable to
Perform

Shopp i ng

Heal Preparation

Cleaning

l,/ashing Clothes

Chi ld Care

Household Business
(".S.bills, corres-
pondenc e )

* I f you do not need
quest ion 1 4.

help in performing âny household duties, please go to

l2 lf you need help from another person in performing househoìd activities,
who usual ly heìps you? (Please circle ONE only)

(ptease specify)

l3' a) Do you feel that you need any additionaì help to perform household duties?

I Yes
2No
I Unsure

ì Househol d member
2 Relative outside of home
I Fríend outside of home

b) r f YES,
additional

I I have not tried to get assistance
2 I do not know how to obta¡n assístance
I I cannot afford assistance
4 Assistance is not available in my area
5 0ther

4 Paid help or community worker
5 ¡bt app I icab le
6 0ther

please check if any of the fol lowing restrictions in obtaining
help apply to you (Please circle the main ONE only).

(p lease specify)

For office
use only

j--71-

ï-3T-

i---jr-

4
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14. For the following
assistance (if any

Activities

personêl care åct¡vities, please check the level of
) required? *

Leveì of Assistance

Can

Eathing

Toileting
G room i ng

Dress i ng

Eat i ng

Taki ng Med i cat ion

Transferring in and
out of al - chair

- bed

I./alking lnside House

\,/alking 0utside

'v I f you do not need any
please go to questíon I

I

Perform Wi thout
Ass i stance

L

Need Ass i st i ve
Dev i ce

3
Need Ass i stance
From Another PersonAn

t5 I f you need ass i stance
who usuaì ly helps you?

ì Household member
2 Reìat¡ve outside of home
I Fr i end outs i de of home

assistance in performing these personal
7.

care activities,

from another person in performing personaì care activi ties,
(P'l ease circìe 0NE only)

4 Pai¿ help or community worker
5 tlot appìicable
6 Other

eêse sPecrp

l6' a) Do you feel that you need additionaì heìp to perform personaì care act¡vit¡es?
I Yes
2No
3 Unsure

Þ/ lf YES, please check if any of the following restrictions ín obtaining
additional help apply-îo you (please circle the main ONE onìy).

have not tried to find assistance
do not know how to obtain assistance
cannot afford assistance

ssistance is not avai lable in my area
ther

(please specify)

lt
2l
3t
4A
50

| -35

For office
use only

T:r-

j:Tr

5
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t7

D. HOBILITY AND TRANSPORTATION

some people with multiple sclerosis may have trouble getting around. fJe would
like to know how H.S. affects your nnbility, if at all.

Please read all of the statements before you circle the number of the ONE
answer that best appl ies to you.

I have no restrictions on activities of normal employment and/or home
I ife and I am general ly symptom-free.

2 I have no restrictions on activities of normaì employment
life, but I am not necessarily symptom-free.

3 t'ty activity is decreased because of symptoms of multiple

4 I am able to walk using no aids for short distances, but
and res t.

andlor home

5 I am able to walk alone, but must use aids (waì1, furniture, cane,
crutches, walker, brace).

I can cl imb sta i rs

I cannot cl imb stai rs

I can walk a few steps, but I usual ly

b

7

I

t

1C

ll

I use a wheelchair exclusively and can
I cannot wa I k.

sclerosis,

I must stop

use a wheelchai r.

transfer wi thout ass i stance, but

I use a wheelchair exclusively, but I cannot transfer

the time.I must be in bed most or alì of

ì8. ln general, do you find that obtaining transportation ¡s: (please circìe
the most êppropriate ONE only)

I Very difficult
2 Somewhat difficult
I Generaìly no problem

4 l*r problem at all
5 Not appl icable
6 0ther

(p i ease spec i fy)

For office
use onì y

ïT9, ¡o

l-5ì

6
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4
General ly
Conven i en t
and Adequate

t9. Please note the level of convenience with each npde of transportãtion by
checking the appropriate column.

Mode of
Transportat ion

Private Car
(belonging to self,
family,friend)
Publ ic Bus

Tax i

Handi-Transit

l,Jheelcha ir Van

0ther

2

I nconven i ent
and Di fficul t
to Arrange

òbr
Used

Level of Convenience

3
Somewhat Difficult
to Arrange-Hoderately
Conven i

(p I eðse specify and rank accord i ng I y)

20 Are there any transportätion services you would
your mobi I ity? Pìease elaborate.

l¡ke to see developed to improve

For office
use only

1=î-

2l Please check the most appropriate response concerning aids and assistive devices

I use no aids

I use the following aids all or most of the time (please check all appropriate):

cane (incìuding tripod cane)_ warker or crutch furniture or wall_
leg brace back brace _ arrificial I imb

hearing aid colostomy equipment cêtheter
0ther

(p I ease speci fy)

Do you need any aids
only)

that you currently do not have? (please circle oNE answer

I Yes, I need addi t ional a ids
2 No, I have all the aids I need
3 I requi re no aids

22

T:39-
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23 Have you utilized any of the fol lowing health services or personnel
last l2 rnonths?

E. USE F HEALTH AND COHHUNITY S ERVICES

Heal th Service

Hospital: ín-patient
0ut-patient (other than rehabí I itation
p rog ram )

Rehabi I i tat ion Program

General/Fami ìy Phys ician
Special ¡st - Neurologist

- Eye

- Uroìogist
- Gynecolog i st

Rehabi I i tat ion Team
- Physiarr¡sr (M.D.)

- Phys i ca ì Therap i st
- Occupational Therapist
- Speech Therapist

Publ ic Heal th Nurse

Home Care/V.0.N. Nurse

Soc ia I l.Jorker

Psychologist
Psychiatrist
Nutritionist
Chi ropractor
0ther

in the

3
Unsu re

2

t'loYes

(p I ease spec I tyJ

For offi ce
use only

j--6o-
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2U. å) Are you aware of the type of service provided by

I

183

the fol lowing agencies?

23
¡¡r UnsureAgency

Home Care Program

C¿nadian Parapleg ic Associat ion

Handi-Transit
Vocat ional Rehabi I i tat ¡on

Society for Crippled Chi ldren and Adul rs
Fami ly Counsel I ing Service

Provincial lncome Securi ty
Legal Aid lnformation
Man i toba League of the Phys i ca I I y Hand i capped

Crisis lntervention
Mul tiple Sclerosis Society

Yes

b) lf Yes.to any of 24 a), have you made any contôct (by phone, mail, or ín
person) with these services in the past ì 2 rnonths?

I

Yes
3

Unsure
2

I'to4gsl:¿
Home Care Program

Con¡dian Paraplegic Associat ion

Handi-Transit
Vocat ional Rehabi I i tat ion
Society for Crippled Chi ldren and Adul ts
Fami ly Counsel I ing Service
Provincial lncome Security
Legal Aid lnformation
Mani toba Le4ue of the Physical ìy Handicapped

Crisis lntervention
Mul tipìe Sclerosis Society

For offi ce
use onl y

2-r-
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Have you been, or are you currently under the care of a physician for treatment
of multiple sclerosis?

Yes _ Family Doctor _and/or Specialist(s)_
@

No Would you I i ke to be .ef erred to a doctor? Yes t'lo

Two Multiple Sclerosis Clinics have recently opened in l,/innipeg as of llovember,
1982. These clinics are open to all persons with multiple sclerosis upon
referral from a.physician. They.run every other l,Jednesday at St. Boniface
Hospital and every Wednesday through the Health Sciences Centre (at the Heaìth
Action Centre on Elgin Avenue). Services provided include nursing, social r.ork,
and neuroìogical consul tation.

a) Have you attended one of these l./innipeg M.S, Cl inics?

Yes
¡¡l

b) Have you visited any other ¡1.S

to one? Yes No

Yes

t¡o

ly'he re

referred

Cl inics?

27. Over the past l2 months, have you required financial assistance for any of
the fol lowing reasons?

I

Yes
Yes

2
No

2

No

Hospi tal Bi I I s

Medication

Profess iona I Hea I th
Se rv i ces

Rent/Hortgage

Food

Clothing
Aids or Assistive
Dev i ces

Transportat ion

28. Do you feeì that your financial resources are sufficient to meet your needs?

I Yes
2No
I Unsu re

For office
use onl y

Í:18-

2 -[õ--

t0



185

t0 -
F. EHPLOYMENT AND ACTIVITY

29, a) what is your present occupationar status (prease circre ONE onry)?

I Unski I I ed Labourer
2 Ski I I ed, Semi -Ski I I ed
I Clerical
4 Professional, Business

(pl ease spec¡ ty,l

b) ls this srarus

I Full time
2 Part-t ime

c) lf your occupational status is part-time, please complete the following(please circle most appropriate 0NLy)

I I work part-time because of my H.S.
2 I prefer to work pêrt-t¡me
3 I cannot find ful I -time employment

j Student
6 lk¡memaker/Housewife
7 Do not work
I other

30. a) I f you do not work, please complece
answer only)

the following: (please circìe ONE

cannot work because of my H,S
prefer not to work
êm ret i red
her

ptease specity main reê 50n,)

b) lf you do not work, what is
answer onl y)

your main source of income? (please circìe ONE

I lncome of fami ly member(s)
2 Pens i on
J Weìfare Assistance
4 Disabi I ity Pension
! Unemployment I nsurånce
6 other

(pì ease spec i fy )

ll. Did you ever change jobs or positions because of your M.S.?

I Yes
2No
3 Àbt appl icable

lt
2l
3l
40

For office
use only
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il

32 Have you ever

Yes

No

received or are you currently receiving vocational rehabil itation?

\./ou I d you I i ke f ur ther i nformat ion? Yes llo

33 Has any member of your family or household had to stop work or cut down on
their job to care for you?

I Yes
2tb
I Unsure
4 tlot app I icabl e

G. LE I SURE AND RECREATI ON

3l+' Are you currentìy participating in any organized social or recreationaì
program, group activi ty or class?

I Yes
2No

35. Do you feel that you need to participate in any organized sociaì or
recreational program, group activi ty or cìass?

I Yes
2No
I Unsure

For office
use onl y

,:l; -
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H. INFORMATION AND EDUCATION

36. å) For each of the following servíces provided by the Muìtiple sclerosis
Society, please indicate the fol lowing:

Service

Educat ion/ i nformat ion for ch i I dren
of M,S, Persons (geared
to their age)

l/We have received
i nformat ion or
service

I F YOU HAVE NOT

RECEIVED I NFORMATION
would you I ike to?

Yes Àb Unsure Yes No

Educat ion,/ informat ion for
of person with H.S,

s Pouse

I nformat ion on current
resea rch

0r i entat ion sess ion for
newìy diagnosed

Physician referral information

Assistance/informat ion in obtaini ng
health and social services

Advocat i ng concern i ng your needs
and r i ghts

For office
use onl y

2-51

g

...13



36. b) lf you have
fol lowi ng:

188

- 13 -

received any of the fol lowing services, pleåse indicate the

l/We have understood
the i nformat ion

l/We would I ike FURTHE
I nformat Íon or servi cc

For
0ffice
use onl y

T:ñ-

-73

Se rv i ces

Yes No Unsure Yes

Educat ion/i nformat ion for
chi ldren of persons wi th
H,S. (geared to their age)

Educat ion/ i nformat ion for
spouse of person with H.S

lnformation on current
resea rch

0rientatíon session for
newly diagnosed

Physician referral information

Ass i stance/ i nformat ion i n
obtaining heal th and social serv I ces

n eedsAdvocat i ng concern i ng your
and r i ghts

37. Please check those area(s) where you and/or your family would ìike to see further
information avaiìabìe from the Muìtiple Sclerosis Society?

Serv i ce

No

Educat ion/ i nformat ion for
Educat ion/ i nformat ion for
with M.S.
Educat ion/ i nformat ion to
0ther

the general publ ic about Multiple Scleros¡s
heal th professionals regarding needs of persons

business and industry about Hul tiple Sclerosis

(please sPec¡ ty)

,llt
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38. For each of the following activities, please check the rþst appropriate response
for you and/or your family.

Responses
23
like this I would like

fami ly and this for my
Activity

Voì unteer
Visitor

toqether fami I onl

Yoga

C I ubs/
0rganízations

Day Tr i ps,/
0ut i ngs

Recreat ion
Arts ê Crafts

Te ì ephone
Contact wi th
other M.S.
Fami ì i es

0ther
(p ì ease spec i fy )

39 For each of the folìowing patient-famiìy services, pìease check the rnost appro-
pr¡ate response.

Activity

Would like further
information or to
become involved

Yes No Unsure

Group Discussion including
spouse and person with M.S

Group discussions for chi ldren
and person wi th H.S.

Groups for chi ldren of persons
wíth M.S. (not involving H.S,
pârent)

Group d i scuss i on for spouse
on ìy

Di etlnutri t ion i nformation

Home care courses for fami ly
members learning how to care
for person with M.S. at home

t

I would
I ike this
for mysel f

I woul d

for my

Itodo

lr

l/We are
a I ready
í nvo I ved

5

l/1./e wou I d
not be
interested

Not

lerlLçeÞlç
Al ready
I nvo I ved

For office
use only

TNT-
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39. Cont i nued. .

Activity

- r5 -

Yes No Unsure

l/ould like further
information or to
become involved

¡lo t
App I icabl e

190

A I ready
I nvo I ved

Harriage Counselling

Sexuality Counselling

Family Counselling

Psychological Counsel I ing

Financiaì Counselling

Home Care Service/
Homenuker Hel p

Adequate Hous i ng Ass i stance

Legaì Counseìling

0ther
(please speci fy)

40, For each of the following patient services, please check the most appropriate
resPonse.

Wouìd like further
information or to
be involved

Àbr
Appì icable

Al ready
I nvo I vedAct iv i ty

Group discussion for M.S.
persons who are s i ng I e

Group activi ties for young
persons wi th H.S .

Seminars on the role of a
d i sabl ed parent

Seminars on changing I ifestyle
rol es

0ccupational therapy

Water Therapy/Aquatics

Physical Therapy

Vocational (Job) Counsel I in9

0ther

Yes Àb Unsure

(please speci fy)

For office
use only

3- ¡0
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4l' t/hat member of your household or family has had the HosT difficulty adjustingto your condition? (please circle 0llE answer only)

I Mother
2 Father
J Spouse/partner
4 Chi ld(ren) less than I I years
5 Chíld(ren) ll - t.!years
6 Ch ¡ I d ( ren) 20 years and over
7 Not appl icable
8 0ther

I. FAH I LY REACTI ONS

(p I ease spec i fy

\2' a) lf married' rate your spousers reveì of understanding of your condit¡on
I Excel lent
2 Good

I Fai r
4 Poor

b) t/ouId you I ike your spouse to
scìerosis?

learn and understand niore ðbout mul tiple

I Yes
2Àb
I Unsure

43, a) lf you have children,
of your cond i t ion.

rate thei r/his/her overal I level of understandi ng

I Excel lent
2 Good
J Fair
4 Poor

b) would you like your chird(ren) to learn and understand npre about murtipresclerosis?

I Yes
2Àb
I Unsure

For office
use only
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\4

J. ì.,ELL-B I NG AND SUPPORT SYSTEM

Fami ly Member(s)

Fr i ends

Physician
Hul t iple Sclerosis Society
Health Professional

Commun i ty Agency

Spiritual Affi I iation
0ther

Please rank the two nìost important sources of support in helping you cope withHultiple sclerosis on a day-to-day basis. please indicate wìth a number I the
rnost ¡mportant response, and a number 2 the second rnost ¡mportant.responsã.

(Pt ease spec¡fy and rank accordrngly)

\5, Please note the degree to which each of the
us i ng the sca I e.

fol lowing is a problem for you,

l- I'lever a problem 2- Rarely a problem J- Sometimes a probìem
4- Quite ofren a probìem !- Always a problem

Problems

Changes in family relationships and responsibilities
Harital problems related to Hultiple Sclerosis
Limitations in activ¡ry
Bo redom
lnsecuri ty about future heal th
Changes in Lifestyle
lnabi I i ty to work
Association with friends and acquaintances
Physical symptoms causing discomfort
Physical or psychological symptoms causing embèrrassment
Financial burden
0ther

(please specr ty ðnd rate accordingìy)

\6. How often are you worried, upset or bothered
scìerosis? (Please circle ONE answer only)

ì Never
2 Rarely
I Sometimes
4 Qu i te often
! Extremely often, lrm always thinking about

by thoughts about multíple

ir

For offi ce
use only

3-52

3-53

3-33
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\7. â) Do you have a Chapter of the Multiple Sclerosis Society in your area?

I Yes
2No
I Unsure

b) lf N0, would you I ike to see a chapter started in your area?

I Yes
2No

48, I,ihat are your expectat ions of a Chapter?

Yes
3

Uns ure

lnformation-giving
Counsel I ing
Fund-ra i s i ng
Assístance (any area)
Resea rch
0ther

(please speci fy)

K, LOCAL COMMUNI TY SERV I CES

\9. a) To the best of your knowiedge are the foilowing services avaiìable and
accessible in your community?

Servi ce Service is Available Service is Accessible

2

No

Yes No Uns u re Yes No Unsure

Bank

Grocery Store

Clothes/Department Store
Drug S tore
Ch u rch

Theatre

Sports Facììity
Physician's 0ffice

b) Please I ist the generaì location of the nearest:
General Location (e.g. city,town)

Hosp i ta I

Pol ice Station
Fi re Department

¡ùr r
Appl icable

Fo; office
use onl y
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3-61

3-'t?.

3-72
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49. c) ln case of ernergency, wb would you call f¡rst? (please c¡rcle ONE answer
only)

I Friend
2 Rel at i velFami I y

I Physician
4 Hospital
j Fire Department
6 Pol ice Department
7 Other

(pì ease spec i fy)

L. OTHER COMMENTS

lf you and/or any of your family member(s) have additional conrnents or suggestions
concerning your needs and the services available to meet those needs, please feel
free to discuss them below under the fol lowing headings:

ADOIÏIOML COÈ4MENTS FROM PERSON WITH HULTIPLE SCLEROSIS

For office
use onl y

Æ-

ADDITIONAL COMMENTS FROH SPOUSE,/PARTNER

20
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ADDITIONAL COMHENTS FROM OTHER MEHBERS OF HOUSEHOLD MEHBERS:

Please indicate relat¡onship to person wi th mul tiple sclerosis:

Parent (s) Chitd: less than ll years
ll - l9 years
20 years or over

0ther relatives

195

Fr i end

ADDITIONAL COMHENTS FROH HEALTH/SOCIAL SERVICE PERSONNEL:

Please specify profession/para-profession or agency:

THANK YOU VERY MUCH FOR YOUR CO-OPERATION!
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},IAME:

ADDRESS

TOWN

POSTAL CODE

PHONE NO

IF YOU ARE A MEMBER OF A HULTIPLE SCLEROSIS CHAPTER,

NAME OF CHAPTER
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Append i x D

SAÈlPL I NG PROCEDURES

The folìowing formuìa for random sampling was used to

generate the geographically stratified sample for this

study. A confidence level of 90å and acceptable error of

0.0! were selected as parameters for the sample.

Given: Total population (N) from patient I ist = 778

I = 1.6\5 (two-tai led standardized normal deviate

associated with !0? confidence)

.?
?t = O .O5 (acceptab le er ror)

----¿

T(= 0.50 (the value assumed since nothing is

known a pr ior i)

n-1= N 
-1 + lrz lz "Tîrr d) I - {

= (778)-s + (0.05) ¿ lir.euÐL (0.50) (l-0.05) l

= o.ool29 + o.oo25 i(2.706) (0.50) O.5o)l -1

= o.Oot29 + o.oo25 [0.e765] '¿

= o.o0l29 + o.oo25 (t.47g)

= 0.00.l29 + 0.00370

n -tr = O.OO499

-,t



199

n = 200.4

Therefore the sample size for the study is 200 people.

The number of people sampled within each health region was

based on their percentage of the total populatíon of persons

with muìtiple sclerosis. Table 25 oulrl ines the sample size

for each of the e i ght hea ì th reg i ons.



ÎABLE 25.

SAMPLE SIZE FROM HEALIII REGIONS

Health
Region

Wes toan

Parklands

Central

Eastman

Norman

Interlake

Thompson

Winnipeg

Total

Total Populatlon
from

Parlent List

Region Populatfon
(il lot aI)

14.8

4.1

2.4

2,L

2.),

I.7

0.8

72.r

100.0%

115

32

19

I6

16

I3

6

56r

7" Total X Saople No. ln Sample
Size

29.6

8.2

4.9

4.r

4.r

3.3

2.3

L44.2

200

30

I
5

4

4

3

2

L44

778

N)oo
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NON-RESPONDENT PROF I LE

To be completed by Chapter Voìunteers when foì lowing-

up on respondents who indicate a preference Not to complete

the questionnaire. lf at al I possible, please complete the

following questions with the respondent (circle the number

of the answer) .

Name of Respondent:

Adoress of Respondent:

Check here each time you try to contact the person by phone

a) Pìease indicate your age as folì,:w:

l. less than l6 years

2. l6-25 years

3. 26-35 years

4. 36-l+5 years

5. \6-55 years

6. 56-65 years

7. 66 years or over

b) What is your highest level of education?
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E I ementary School

Some High School

Compl eted H i gh Schooì

Some Col I ege,/Techn ica 1/lrade School

Col lege Diploma

Some Univers i ty

Un i vers i ty Degree (s)

0 ther

(p I ease spec i fy)

c) l./ho are the members of your household? (circle one

only)

l. Live alone

2. Spouse

3. Spouse and Dependent Ch i I d (ren)

4. Dependent Chi ld (ren)

5. Spouse and Non-Dependent Ch i I d (ren)

6. Non-Dependent Chi ld(ren)

7. Parents

8. Friends/Relatives

9. Live in institution

d) How long ago was the diagnosis of multiple sclerosis

(approx i mate I y) ?

I . ì ess than one year

2. l-5 years

3. 6-10 years

4. lì-15 years

2

3

4

5

6

7

I
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5. 16 years or more

6. unsure

e) How would you describe the course of your condition?

(please circle one only)

ì. llinimal symptoms

2. Attacks and Remissions

3. Slowly Progressing

¡{. Rap id I y Progress i ng Symptoms

5. 0ther

(please specify)

f) ln terms of meeting your needs, how would you describe

the health and sociaì services (".g., home care) in

your commun i ty?

l. Excellent

2. Good

3. Fair

4. Poor

5. 0th"t

(p I ease spec i fy)

S) Please give the main reason why you prefer not to

complete the quest ionnai re.
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TA3LE 26.

RESPONSE RATE BY HEAT,TH REGION

Heal th
Region

Questionnaires
Dlstrlbuted

Ques Eionnaires
Conûple ted

40. 0

50.0

80.0

75.0

100. 0

100.0

50. 0

61 .1

Toral

10.1

3.4

3.4

2-5

3,4

0.8

73.9

Westnan

Parklands

Central

EasErûan

Norúan

Incerlake

Thonpson

Winnipeg

Total

/"N

30

I

5

4

4

3

r5.0 L2

%N

4.O 4

2.5 4

2.O 3

2.O 4

1.5 3

2 1.0 I

r44 72.O 88

200 100.0 1r9 59. 5 100.0
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TABLE 27.

FREQUENCY OF SELECTED DEM0GRAPHIC FACTORS

Dernographic
Fac

Acs.
16 - 25 years
26 - 35 years
3ó - 45 years
46 - 55 years
56 - 65 years
66+ years

Total

Sex
Female
Male

Total

MarÍtal Status
Slngle
Marríed
Dívorced/ Separated
Widowed

Total

Highest Education
Elementary
Soroe High School
Conpleted High School
Some College
College Diploma
Soxûe University
UniversÍty Degree(s)
OÈher

Total

Denographlc
Factors N

8
0

16
27

32.8
2.5

8.4
2.5
6.7
L.7
7.6
0.10

68
L4

5
0
U

6

4
9

0
I

3

I
9

0
001 0

20
25

10
3

I
2

9

39
3

I19

11
1

81
I7

7

0
1

65. s
34 -s

12.6
67 .2
10.1
10.1

5

I
a

7

3

2

t
16.
11

to
26.
4.

0

7

õ

5
3

5

9

4

8

I2
28
19

9

8
5

L4

r19

78

119
4

3

19
25
35
31

5

15
34
23
11
10

7

T7
I

15
80
T2

00. 0

l'leubers o f
Household
Líve A]one
Spouse
Spouse and

Dependent Children
Dependent Chj_Idren
Spouse and Non-

DependenE Children
Non-Dependenr Child
ParenÈs
Friends / Relatíves
Llve Ín Institution

Total

Nature of Residence
O¡rm House
Apartnent
Relativers House
Boarding House
Fríend rs House
Nursing Horne/
Inst iÈution
Other

lotaI 118
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ÎABLE 28.

MULTIPLE SCLEROSIS }IEDICAL HISTORY

Medical
History

Less than I year

1 - 5 years

6 - 10 years

11 - 15 years

16-t years

unsure

Condit ion
Desc 10ns

Mlnimal Syroptons

AÈcâcks and Remissions

Slowly Progressing

Rapidly Progresslng

Other

To Eal

Length of Tfune wích
1S

ol

5

23

35

22

33

0

4.2

19.5
147

18.6

28.0

0.0

TotaI 118

TABLE 29

FREQUENCY OF SELECTED CONDITION DESCRIPTIONS

100.0

Percent

r3 .7

31.6

41. 0

7.7

6.0

100.0

Onset of Synpton

N /"

2

15

27

20

49

5

L,7

L2.7
a) o

t6.9
41 .5

4.2

118 100. 0

Frequency
(N)

16

37

48

9

7

LT7
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ÎABLE 30.

FREQUENCY OF SELECTED SYMPTOMS

TotaI Rank
Most Cou¡¡on (1)

to
È Common

Symptom
CheckllsÈ

Mood Swings

Menory Lapses

Personality Changes

Bo¡,¡e1/Bladder
Problems

Altered Sexual
Ac tivity

A1Èered Sleeping
Pattern

Visual Problems

Severe Headaches

Decreased SensaEion
Ín Limbs

Fatigue

llusc1e Weakness

Loss of Balance/
Co-ordinaEion

Orher Symptom(s)

8

9

1l

5

7

10

13

6

T2

4

1

)

2

Syrupton
PresenÈ

Syrnptour
Absent

N% NZ

7 6 65.0

40 34.5

44.4

59.8

)) J

65.8

86.3

7 5.2

7 6.9

76.2

90

19

43.6

35. 9

29.r

51

42

34

52

70

26

77

10r

88

41 35.0

7 6 65.5

40

16

29

27

98

56.4

64.1

7 0.9

66

75

83

65

47

9r

55.6

40.2

77 -8

34.2

13.7

24.8

23.7

83 .8

LL7

I17

117

1r7

116

117

717

IT7

1l-7

116

117

117

117
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TABLE 31.

TOTAI. SYMPTOMS PER PATIENT

No o

0

1

2

3

4

5

6

7

I
9

10

11

L2

Greater than 12

Total
Mean

S

/"N

I

9

I
7

l0
T8

15

16

l1
I2

6

1

I

0.9

r.7
7.7

6.8

6.0

8.5

r5.4
12.8

13 .7

9.4

r0.3
5.1

0.9

100.0117

7.6

I
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T¡13LE 32

INDEP ENDENCE I N PERT'ORMI NG HOUS EHOLD ACTIV ITIES

Household
Act ivi t 1es

Shopping

N

MeaI PreParation

N

/ô

Cleaning

N

tlashing CloEhes

N

¿/

Child Care

N

ê/

Household
Bus iness

N

Total

rll
100. 0

r08

r00. 0

111

100.0

L07

100.0

78

100.0

105

r00. 0

LeveI ôf lndeDendence

No HelP HeIP of HelP of
AÍd P

Unable Able, buÈ
Preferlo

f orm

4

5.4
l-

0.9

I
0.9

2

1.8

6

5.6
1

0.9

I
r.3

4

5.1

7

6.7
3

)o

3.7

26

23.4
34

30.6
44

39.6

I9
17. ó

2460

55.6

30

27 .O

43

38.7

33

29.7

29

27 .L
49

45 ,8 20.6

20

25.6
52

66.7

l6
15.2

52

49. 5

3

1

1.3
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TABLE 33.

FREQUENCY OF INDEPENDENCE IN SIX
HOUSEIIOLD ACTIVITIES

Total Number of Household
Activities Perforned

Personal Assístance Requlred
for all 51x Activi!ies

I Activity

2 Àcciviries

3 Actlvities

4 Activities

5 ActiviEies

Al1 Six Activíties Perforned
Independently

No Tocal Calculated

To

Frequency Percent
/"

33

9

6

7

7

I

32

I2

28.9

7.9

5.3

6.1

6.1

7.0

28 .1

10.5

114 100.0
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N

TA3LE 34.

SOURCE OF PERSONAL HOUSEHOLD HELP

TABLE 35

ADD ITIONAL PERSONAI, ASS ISTANCE REQUIREMENTS

ÎA3LE 36.

RESTRICTIONS IN SEEKING ADDITIONAL HOUSEHOLD
ASS ISTANCE

Frequency Percent

Total
78

100. 0

Total
74

100. 0

N

o/

Restriction

No Attempt Made to
get asslscance

Do noE know How to
obtain assistance

Cannot afford ass

Not Available 1n Area

4 20.0

1

4

I

0

5.0

20.0

5.0

50.0

For Ehose Requirfng Pereonal AssisEance wlth Accivities
Source of Help:

Paid Help
or

ConnunÍty
Worker

Household
Menber

Friend
Outside

Home

NoÈ OEher
Applícab1e Source

RelatÍve
Outside

Home

27

34

0

0

3

6 0

4L

2.6

5

6.43.852 .6

For those Requirlng Personal Assistance r¡ith Household
AcÈiviÈies - Furthef Assistance Required:

UnsureNoYes

717 50

J1 
^ 9.567.6

Other reason
ToEal 20 100. 0



TÀ3LE 37

INDEPENDENCE IN PERTORMING PERSONAI. CARE ACTIVITIES

214

Total

107

100.0

104

100. 0

104

100. 0

103

100.0

l0r
100. 0

102

100. 0

9I

100. 0

92

104

100.0

Personal- Care

Bathing

Tol1e ting

Grooning

Dressing

Eating

Taking
Medication

Transferring
ln/out of
Chair

lransferring
ln/out of
Bed

Walking
Inside

Walking
Outslde

N

N

ol

N

o/

N

N

N

N

N

/"

N

100

100.0

N

ofI ence
t ey Need Ass P ron

Another Person
NeedComp

Ind

0

4L

7.5

9

8.7

0

0.0

4

3.9

0

0.0

9

9.9

1

I

2T 7

20

44

4r.1
55

5r. 4

26

25.O

69

66.3

80

7 6.9

23

22.1

69.2

32

30 .8

t4
13 .6

85

82.5

I8
17 .8

82

8L.2

32

3L.4
70

68.6

33

33.0
67

67 -O

52

57 .r
30

33.0

3l
33.7

t

1.0

0

0.0

0
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TABLE 38.

FREQUENCY OF INDEPENDENCE IN TEN
PERSOML CARE ACTIVITIES

Total Nunber of Personal
Care ActivitÍes Performed

I
Personal Asslstance Required
for all Ten Activíties

I Activity

2 Activítles

3 AcÈivities

4 AcEivities

5 Activíties

6 Activities

7 Activities

8 AcrivitÍes

9 AcEivfties

AI1 Ten AcÈivíties Performed

No ToÈa1 Calculated

Total

Percent

13.r

0.9

4.7

4.7

5.6

2.8

3.7

5.6

4.7

8.4

36.4

9.3

100.0

Frequency
0{)

T4

I

5

5

6

J

4

6

5

9

39

10

107



N

o/

ÎABLE 39.

SOURCE OF PERSONAL CART ASSISTANCE

TABLE 40.

ADDITIONAL PERSONAL CARE ASSISTANCE RNQUIREMENTS

TABLE 41.

RNSTRICTIONS IN SEEKING ADDITIONAL PERSONAL CARE ASSISTANCE

Restrictions Frequency Percent

216

Total

62

100.0

To aI

62

r_00.0

N

No Attenpc roade to get
assisÈance

Do noÈ knor¿ how to
obEain assistance

Caru¡ot afford assistance

Not Available in Àrea

OÈher Restrictlon(s)
Total

I 11.1

11 .1

33.3

0.0

44.4

I

3

0

4

For those Requlrlng Personal Assistance wlth Activitfes
Source of Help:

Friend Relative pald Help
Household Outslde Outside or Not 0ther
Menber Home Home Cornmuníty Appllcable Source

Worker

3

4

2

8

31 1 24 1

at 38.7 1.650.0 1.6

ìor t.hose Requiring Personal AsslsÈance in Actívities - Is
further Assistance Required?

No Unsure

7 48 7

1l .3 77 -4 rr .3

9 100. 0
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ÎABLE 42.

II1OBILITY STATUS OF RESPONDENTS

Hob11lty
StaËus due to Multlple
Sc as

No RestrlcElons -
SympEom Free

No ResErlcÈions - Not
Synptom Free

Decreased Actívity

WaIk short distances ONLY,
without aid

Walk alone wiÈh use of
aids

Can clfuob stairs

Cannot clÍ¡nb stairs

Can walk a few steps,-
usually use r¡heelchair

Ca¡rnor walk - use wheelchair
and can transfer

Use r¡heelchair exclusively
and cannot transfer

Bedridden

Total

*411 Ranked Equally

Rank
Frequency Percentage Mosc cormon (l)

to
Leas common

9

16

I9

10

t3

19

0

0

7.9

14. 0

L6.7

2.6

16.7

0.0

0.0

8.8

1t.4

16.7

5.3

7

4

l*

9

2*

l0

11

6

5

3't

I

3

19

6

114 1002
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TAsLE 43.

RATINGS OF TRANSPORTATION ADEQUACY

Rating of Transportation Frequency Percent
Rank

Most Common (1) to
Leasc Common

Very Difflcult

Somer¡hat Difficult

Generally No Problen

No Problen at A1l

Not Applicable

Other CornmenÈ

6

16

28

26

29

7

5.4

14.3

25.0

23.2

25.9

6.3

6

4

2

3

1

5

Total rt2 100.0



TÁ,BLE 44.

CONVENIENCE R,ATING OF VARIOUS MODES OF TRÀNSPORTATION

Mode of
Tr anspo r ta t ion

Private Car

Publfc Bus

Taxl

Handl-Translt

l{heelchalr Van

0ther

Total

7"

/"

113

100.0

83

r00.0

85

100.0

8l
100.0

N

82

100.0

LL7

100. 0
N)

\o

Level of Convenience

and Adequate
Generally ConvenlentSomewbar tJiffi.cult

Moderately Convenient
lr¡c,rnvenienE and

Not Used Di fficutc

3

2

02

58

20

184

4.7

2

2.4

4

3.5

5

6.0

5

5.9

5

6.2

I
L.2

59

53

2L.2

24.4

2.6

2.4

0.01.7

7r.1

68.2

65 .4

L2

14. 8

80

7 0.8

II
q?

11

r3. 6

59

7 2.0

tI2
95.7

18

r5. 9

t7

20.5
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TABLE 45.

UTILIZATION OF AIDS AND ASSISTIVE DEVICES

FrequencyNumber of Alds
tillzed

L Ald

2 Aids

3 Aids

4 Aids

5+ Aids

No Aids utillzed

Need for further
Aids

Yes, additional aids
required

l,lo, have all aids
required

Require NO aids

Total

Percent

3t

31

I
I
2

39

26.L

26.r

6.7

6.7

L.7

To tal 119

TABLE 46

NECESSITY OF ADDITIONAL AIDS

Frequency

r00.0

PercenÈ

8.8l0

62

4T

113

54. 9

36.3

100. 0
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TA3LE 47.

UTILIZATION OF HEALTH SERVICES

To tal
9s

88

79

109

96

84

84

77

76

86

84

t3

87

88

QA

75

75

75

80

104

Utílízed in Past 12 MonthsHealth
Service Yes

N

No

N

Unsure
N

..t4
Ei
H
Þr
Øo

Hospital: In-Patient
Out-paËienE

Rehabilítat Íon
Pro qraru

z
H()
H
Ø

Þr

General /Family
PhysicÍan

Neurologis c

Eye Specialist
UrologÍst
Gvnecoloeis !

I
HÅzHOÍ4Ê<FE<
þ.¡ tsú

PhysíaÈrlsÈ

Physlcal Therapist

Occupatlonal Therapl

Speech Therapist

Êi (J
HZZÅÞØzú
OZ()

Publíc Health
Nurse

Hone Care/V.o.N
Nurse

I
FJ
f¡(J

Zá
(J

Social l^Jorker

Psychologis!

Psychia trí st

ÞJ

Êr

Nutritionist
Chiropractor
0ther

77 .L

47 .9

39.3

23.8

13.0
o,

33.7

19.0
,7

29 33.3

L7 .7

37

20

T4

38.9

22.7

84

46

33

20

10

7

29

16

2

31

24

2

5

7

I2
7

35.2

29.3

2.7

6.7

9.3

15.0

6.7

22.0

52.r
60.7

7 6,2

87 .0

90.8

66. 3

81.0

97 .3

58 66.7

58

68

65 82.3

6r.1
77 .3

24

50

5l
64

67

69

57

68

7T

57

57

11

70

68

68

97

64.8

69 .5

97 .3

93. 3

90.7

85.0

93.3

0

0

0

I
0

0

0

0

0

0

0

0

0

0

I
0

n

0

0

0

0.0

0.0
0.0

0.0

0.9

0.0

0.0
0.0

0.0

0.0

0.0

0.0
0.0

0.0

L.2

0.0

0.0

0.0
0.0

0.0
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TA3LE 48.

TOTAI NIJI'IBER OF HEALTH SERVICES UTILIZED

lotal No. of Healrh
Servfces Utflized
in 12 no íod

No Services used

1 Service

2 Services

3 Services

4 ServÍces

5 Services

6 Servíces

7 Servlces

I Services

9 Services

I0 Services

Greater than 10 servÍces

ToÈal

Mean

Deviation

* F.anked Equally

Frequency percenÈ
Rank

MosÈ Conrnon (1) co
Least Com[on 12

I 6.9

10. 3

20.7

l8 .1

9.5

tt.2

9.5

q1

4.3

0.9

0.9

2.6

4

1

t

5*

3

6tt

I

9

1l

t2

10

L2

24

21

11

13

11

6

5

I

1

3

116

4.7

100.0

5



TABLE 49.

AWARENESS OF SERVICES AND CONTACT WITH SELECT COMMUNITY AGENCIES

CommuniÈy
Agency

Home Care Program

Canadian Paraplegic
Assoclation
Handi-Translt

Vocaclonal Rehabllt-
t aÈ fon

Society for Crippled
Children & Adults

Famlly Counselling
Service

Provinclal Income
Securlty
Legal Aid
Infornation
Maniloba League of
the Physically
Handlcapped

Crfsis IntervenÈlon

Multlple Sclerosís
Soci ety

24

68

lotaI

76 100.0

100.0

100.0

59 100.0

26 100.0

23 100.0

30 100.0

100.0

100.0

86 100.0

23 100.0

28

6

N)
ItJ\,

0 0.0

0 0.0

0 0.0

0 0.0

0 0.0

0 0.0

t 0.8

0 0.0

0 0.0

0

s

0.0

0.0

33 43.4

19 82.6

27 45.8

25 96.2

16 69.6

27 90.0

27 3t-4

83. 3

60.3

64.3

93 .8

20

41

18

15

ct se

es

43 s6.6

4 L7.4

32 54.2

1 3.8

7 30.4

3 10.0

s9 68.6

4

27

9

I
32.r
6.3

16.7

39.7

Total

/"

110 100.0

97 100.0

115 100.0

96 100.0

99 100.0

99 100.0

LIz r00.0

100. 0

100. 0

100.0

100.0

101

97

100

106

25 22.7

s7 s8.8

31 29.5

53 55.2

60 60.6

52 52.5

13 11.6

54

69

57 .O

21.7

53. 5

7 T.L

57

23

Awâreness of Services Provided

77 70.0

24 24.7

64 61.0

30 31.3

25 25.3

37 37.4

92 82.r

34

I6

27 .O

7 r.7

33.7

16.5

27

76

Yes

7

16

No

/"

10 9-5

7 6.3

16 16.5

13 13.5

L4 14.1

10 10.1

16.0

6.6

]-2.9

12.4

13

I2

Unsure
NZ
8 7.3
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TABLE 50.

TOÏAL NIJ}fBER OF SELECTED SERVICES AWARE OF IN COMMUNITY

Total Nunber of Services
Av¡are

Frequency PercenÈ

Ar¡are
Aware
Àware
A¡vare
Ar¡are
Aware
Ar¿are
Aware
Aware
A¡vare
Aware
Aware

of
of
of
of
of
of
of
of
of
of
of
of

Total
Mean

13.
11.
12.

No Servíces
1
I

3

4
5

6

7

8
9

10
all 11 Services

evl-a

9

t7
I

15
13
T4
T2

9
9
0
2

4

3

5
4
3

6
8

B

31.5
19.8
L6.2
17 .1
8.1
4.5
0.9
0.9
0.0
0.9
0.0
0.0

35

18
19

9
5
I
I
0
I
0
0

7

L4
7

10
4
5
t

1

5
6
3
2

0

Total
Mean
SÈandard Deviation

lr4 100. 0

TABLE 51

TOTAL NUI{BER OF COMMUNITY SERVICES CONTACTED IN PREVIOUS 12 MONTHS

Total No. of Services ConÈacted Fr equency Percenc
in Previous 12 Mon hs

5.5

0
1
t
3

4

5

6

7

8
9

10
11

l_11
2.8
1.8

r00.0
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TABLE 52.

MEDICAI CARE OF PERSON WITH MULTIPLE SCLEROSIS

TABLE 53.

REFERRAL R,EQUIREMENTS FOR PHYSICIAN CARE

225

Total

116

100.0

RequesÈ for Physician
Referral

Yes referral

No referral

NoÈ specffied

Total

Frequency

22

Percent

5 t, 1

50.0

100.0

11

6

al ion forUnder

NoE
ecifled TolisP S s

i1v
a Both S

220 31 944I

L7 .23s.3 26.7 7.7 81 . 0

22

l9
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TABLE 54.

WINNIPEG MULÎIPLE SCLEROSIS CLINIC ATTENDANCE

Attended Winnipeg
MulElple Sclerosis

Yes

No:
Referral Request

Yes
No

Unspecified

Total

Frequency

5

TI2

Percent

4.3

95.7

0
55 .4

100. 0

34
62

7L7

TABLE 55

.¿\ITENDANCE AT OTHER MULTIPLE SCLEROSIS CLINICS

Attendance at. OÈher
Multiple Sclerosis

Clinícs
Yes:

in Canada

in U.S.A.

No

Tot.a1

6

4

.,

108

5.3

3.5
r.8

94.7

Frequency

114

Percent

100.0
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TASLE 56.

COMMENT ON A¡EQUACY OF FINANCIAL RESOURCES

Financial Resources
uate

Yes

No

Unsure

Total

Frequency

11

16

I15

TASLE 57

MAIN SOURCE OF INCOME FOR THE UNEMPLOYED

88

Percent

76.s

9.6

13.9

100.0

Main Source of

Income of Faraily l'lember

Pension

Welfare Assistance

Disability Pension

Unerop loyment Insurance

Other

Total

Frequency PercenL

40

16

7

I8

0

I

44.9

18.0

7.9

)ît )

0.0

9.0

89 100.0
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TABI,E 58

FINANCTAT ASSISTANCE IN PREVIOUS 12 UONTHS

Areas of Financial
Assístance

Hospital Bl11s

Medícation
Professfonal Health
Services

Rent/Mortgage

Food

Clo rhing
Alds or Assistlve Devices

Transportatfon

Number of Areas Flnancial
Assistance Required

1n ous 12 mon

No financial assisÈance

1 Area

2

3

4

5

6

7

8-AI1 areas specífied

Total

TASLE 59

TOTAI, FINANCIAI ASS ISTANCE REQUIRN,ÍENTS

ToLaI

107

109

100.0

100.0

I07

109

109

r08

I06

109

100.0

100.0

100.0

100.0

100.0

100.0

Frequency Percent

89

L2

2

0

1

I
3

0

2

80.9

t0. 9

1.8

0.0

0.9

0.9
aa

0.0
1.8

110 100.0

Financfal Assistance Required
Yes No

NZN"Á

5

9

I
7

10

11

4.7

8.3

7.3

6.5

9.4

10.1

L02

100

101

101

96

98

95 .3

9r.7

92.7

93 .5

90.6

89.9

3

5

2.8

4.6

104

104

97 .2

9s .4
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TABLE 60

OCCUPATIONAL STATUS

FrequencyOccupaÈlona1 Status

Occupation

Unskllled
Skf11ed/ seni-skil1ed
ClericaI
Pro f ess ional/ Bus ines s

S t udent

Hornenaker /Hous ewif e

Do not Work

Other

StaÈus of Unemplol.ment
or Employment

Ful1-tine
Part-!ime

TotaI
Reason for Part-Ti¡ne Work

Due Eo MS

Preference

Cannot find full-tine
employment

Reason for Fu11-time
Uneqploylnent

Due to MS

Preference not. !o hrork

Retired

Other

To

PercenÈ

3

5

4

13

0

31

57

5

2.5

4.2

3.lr
11 .0

0.0

26.3

48 .3

4.2

118

107

9

116

I
85

100.0

92.2

7.8

100.0

50.0

33.3

100.0

6

4

2

I2

53

I
15

62.4

9.4

L7.6

10.6

100. 0
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TABLE 61.

FAMILY AND PERSONAL CAREER CHANGES AND COUNSELLING

Career Changes
and

Co

Job.Change due to MS

Yes

No

Not Applicable

Total

Vocatlonal Rehabllltat.lon
UtiIÍzed

Yes

No:

Furt.her Infornation
Required

No Further Inform-
ation Required

Further Infornation
Not Specified

Total

Family Merober Career
Change due to MS

Yes

No

Unsure

Not Applícable

ToEal

Frequency

22

72

20

LL4

)

112

Percent
N

19.3

63.2

17.5

(rl
(uo)

(rr)

(zo.s)

(sz . r)

(zz. r )

r00.0

1.8

98.2

100.0

16. I
78.8

2.5
1q

100. 0

114

19

93

J

3

118
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TÀBLE 62.

PARTICIPATION IN ORGANIZED RECREAÎIONAL ACTIVITIES

Particlpate in Organized
Soclal and Recreatlonal

Yes

No

Frequency
Activit

ToÈal

TAsLE 63.

ASSESSMENT OF PERSONAL NEED FOR RECREATION

33

85

118

Percent

28.0

7 2.0

100.0

Personal Need Existsl to
Participate in Recreat

Act.ivi es

Yes

No

Unsure

Total

Frequency Percent

30.2

50. 9

19.0

100. 0

35

59

22

116



TABLE 64.

INTORMATION AND EDUCATION SERVICES FROM THE MULTIPLE SCLEROSIS SOCIETY

Multlple Scle¡osis
Soclety
Servlce È

lotal

85

72

80

75

86

Educarlon/ Infornat ion
for Children

Educat ion/ Inf ornatfon
for Spouse

fnforur,aÈion on CurrenË
Research

OrienÈation SessLon
for Newly Dlagnosed

Physiclan Referral
Infornation

Asslstance/Info con-
cerning HealÈh and
Social Servlces

AdvocaÈing concernlng
needs and rights

36

68

t\)

N)

l¡ot speclfled
NZ

L7 20.0

I 11.1

4 11 .1

17 2I.3

15 20.0

tl 16.2

11 12.8

No

N

36 42.4

27 37.s

5 ]3.9

45 56.3

3 5 46.7

28 4L.2

29 33.7

Would Like ro Received Info.
Yes

NZ

32 37.6

37 51.4

27 7 5.0

18 22.s

25 33.3

29 42.6

46 53. 5

To tal
No.

Response

96

100

107

95

95

97

95

Unsure
NZ

t0 10.4

5 5.0

s 4.7

10 10. s

11 11.6

7 7.2

10 10.5

ay

No

N

7 5 78.1

67 67.0

31 29.0

70 73.7

64 67 -4

61 62.9

76 80.0

Information/ Service Received
Yes

N/6

11 11.5

28 28.O

7r 66.4

t5 15.8

20 27.I

29 29.9

9 9.5



TA3LE 65.

COMPREHENSION OF INFORMATION AND EDUCATION SERVICES FROM THE MIILTIPLE SCLEROSIS SOCIETY

Mulriple Sclerosis Society
Service/ Information

Educat ion/ Inf ormat ion
for Children

EducaE ton/ Inf ormaÈ 1on
for Spouse

Infor¡nation on Current
Research

OrienÈatlon Sesslon for
Nevrly Diagnosed

Physiclan Referral
Inforrnation

Assistance/Information con
cerning Health and Social
Servic es

Advocatlng concernfng Needs
and Rlghts

Total

25

59

T7

22

7

15

9

l\)
\¡.¡
\¡,

4 57.L

13 s2.0

26 44.L

L2 80.0

10 58.8

11 50.0

6 66.7

2 28.6

9 36.0

10 16.9

2 13.3

2 11 .8

6 27.3

) ')) ',

ec
EN N

ulredFurther Info.

1 14.3

3 12.0

23 39.0

r 6.7

5 29.4

5 22.7

1 11.1

Total

25

59

15

T7

22

7

9

2 28.6

I 4.0

5 8.5

r 6.7

2 11.8

3 13.6

', )) )

InformaE io
ES

N NZNZ

Service

sure

2 3.9

2 ll .8

0 0.0

0 0.0

0 0.0

2 13.3

1 1r.l

5 7r.4

24 96.0

6 66.7

52 88.1

12 80.0

13 7 6.5

19 86.4



234

ÎABLE 66.

ÎOTAL NUì4BER OF EDUCATION/INFOR}IATION SERVICES
RECEIVED BY MULTIPLE SCLEROSIS SOCIETY

Total No. of ServÍces
Received

No services/ informaÈÍon
received

1 service

2

3

4

5

6

AI1 7 services received

Total

Total No. of Services
Understood

No services/inf ormation
Understood

I
2

3

4

5

6

Total

Freguency Percent

30

33

I7
L4

10

3

2

0

27.5

30. 3

15.6

12 .8

9.2

2.6

r.8
0.0

109

TABLE 67.

TOTAL NUMBER OF EDUCATION/INFORMATION SERVICES
UNDERSTOOD BY PATIENT/FAHILY

Frequency
G.,r )

r00.0

Percent
(z)

5

25

15
1

9

I
2

7.8

39.1

23.4

10.9

r4.1
I.6
3.1

64 I00.0
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ÎABLE 68

AREAS WITH NEED FOR A-DDITIOI\¡AL INFORMATION
BY MULTIPLE SCLEROSIS SOCIETY

Service/ InformaËion
Area

General publlc ínforma-
tion on MS

Health Professlonals
lnformarlon on patient
needs

Information to Business
IndusEry concerning M.s

OEher areas

Total Number of
Areas for
Additional Inf

No further information
needed

1 Area

2 Areas

3 Areas

4 or more areas

Total-

Total

105

105

104

106

TA3LE 69

TOTAL NUMBER OF AREAS WHERE F'(,JRTHER MULTIPLE
SCLEROSIS SOCIETY INFORMATION IS NEEDED

Frequency PercenÈ

9

23

23

45

6

8.5

2r.7

2t.7
42.5

5.7

106 100.0

Further Information Required
es No

N ol

Y
N

83 7 9.0 22 21.0

72 68.6 33 3r.4

4T

96

39.4

90.6

63

10

60.6

9.4



TABLE 70.

INVOLVEMENT AN'D INTEREST IN SELECTED ACTIVITIES

Act lvlties

Volunteer VislÈors

Yoga

Day Trlps/Outfngs

Recreatlon, ArÈs and
Crafts

Telephone ConÈact !r1th
other MS Families N

Other

Rank*
Most Inrerest (1)

Ëo Least (7)

N
ø/

N

N
./

N

N

I

3

6

5

Clubs and Organizations

Ì!

4

2

7 N)
\¡Jo\

lotal

97
100.0

95
r00.0

96
100.0

111
100.0

0

0

I

1

94
100

98
00

98
00

ResDonse Catesories

for Self for Self for Family Involved Interested
and Family Only

(1) (2) (3) (4) (5)

25
25 2

6
I

61
62

05
94

67
69

68
72-3

68
70.8

5
5.2

4

4.3

9

9.5

9
9.4

6
6.1

I
0.9

0
0.0

0
0.0

0
0.0

0
0.0

0
0.0

0
0.0

I
0.9

6

6.2

3
3.2

4
4.2

5

5.2

4
4.1

0
0.0

0
0.0

q

3.6

l7
L7 .3

72
75.8

7I
7 2.4

L2
t2.2

19
19.6

19
20.2

10
10.5

I4
14.6

*Rank based on response caÈegorles 1 to 3 only



TABLE 71.

INVOLVEMENI AND INTEREST IN SELECTED PATIENT-FAMILY SERVICES

Patlenc - FamllY
Service

Group DÍscussion for
Spouse and lfS person

N

/"

GrcLip Dlscussion for
Children and MS

Person

Groups for Chlldren
Only

N
/"

Group Discussíon for
Spouse only

N
/"

DleE/ NuEriEion
Information

N
d/

llome care courses
for family members

N
ol
/o

Marriage Counselllng
N

%

Sexuality Counselling
N
o/

Family CounselJ-ing
N
o/

Psychological
Counselling

Flnancía1 Counselling
N
o/

Home Care Services

Adequate Housing
AssisLance

Legal Counselling

237

ToEal

N

90
100.0

88
100.0

86
100.0

L02
100.0

B9
100. 0

94
100

96
00

0

96
r00.0

01

N

98
100.0

94
100.0

96
100.0

N

N

N

N

99
100.0

97
100.0

97
100.0

106
100.0

Already
Involved

eCa
Llke Fur

Re
o

Unsure
E

fcable

43
48

47
52

15
15

63
64

0

05

4 8 0

4 8

4 6

J 3

9

2

9 6

1

9

I

5

2

6

3

9
10

10
1l

I1
L2

27
31

z4

10
I

29
28

28 .1

62
64

63

64

61
64

10
10

L4
t4

20
20

104
98

,7

L4
1s. 6

38
42.2

23
25.6

6
6.7

1

1.1
I
9.1

43
49.4

0
0.0

7

8.0

0
0.0

7

7.9

2

2.0
2

2-O

23
24-5

0
0.0

7

7.4

I
1.0

2

2.L

0
0.0

)
2.1

0
0.0

I
1.0

0
0.0

2

2.L

l8
18 .8

3

3.1
0
0.0

L2
L2.L

16
l-6.2

4
4.0

23
23.7

1

1.0
1
1.0

0
0.0

3
3.1

I
0.9

0
0.0

0
0.0

I
0.9

27
30.7

59
<?

4
4.2

7)
22.9

20
20.4

t2
1A

19
20.2

52
q?

11
11. 3

9
t0

1a

24.5
41
43.6

62
64

I4
14.6

61
63. 5

1l
l1

6l
62.9

0cher



238

TABLE 72

INVOLVEMENT AND INTEREST IN SELECTED PATIENT SERVICES

Patient
Service

Group Discussion for
S1ngle MS Person

N

h

Group Activities
for young person
wlth MS

N

h

Seminars on the
role of a dis-
abled person

N

/"

Seminars on
Changing LifesÈyles

N

/"

0ccupational
Therapy

l.Jater Therapy/
Aquatics

PhysÍcal Therapy

Job Counselling

0ther

Total

92
100.0

91
100. 0

91
r00.0

94
100.0

N
o/

93
r00.0

96
100. 0

108
100.0

N

N

N

N

97
100.0

93
100, 0

Response CåteÊory
Llke Further Info
ES No Unsure

NoÈ
Applicable

Already
Involved

38
4I

53
57

3

9

7

U

1

9

4

0 5

4 6

1

I 8

I

L4 37
L5.2 40 -2

39
42

0
0.0

3

3.3

40
44.O

1

1.1
0
0.0

27
29

0
0.0

3

3.3

7

7.4
0
0.0

5

5.4
4
c.J

18
r8.8

5

5.2
2
2.L

34
35 .1

7

7.2
I
8.2

L2
12.9

26
28.0

,,

aa
0
0.0

106
oa I

1
0.9

0
0.0

0
0.0

0
0.0

I1
t2

14
14

18
19

31
32

t7
L7

L4
15

47
51

24
25.5

49
52

15
L6

51
54

26
)1

45
46.9
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TABLE 73.

FAMILY REACÎIONS TO MULTIPLE SCLEROSIS

Family Mernber r¡iEh Most.
Dl ff I usÈment

llother
Father

Spouse/Partner

Children (1ess than 11. yr.)
Chlldren (11 - 19 years)

Children (20 year and over)
Not appllcable
0ther

Total

Frequency Percent'
/"

I
6

23

3

6

7

t¡
13

7.5

5.6

2r.s
2.8

5.6

6.5

38.3

12.I
107 100.0
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TABLE 74.

FAMILYIS UNDËRSTANDING AND KNOWLEDGE OF MIILTIPLE SCLEROSIS

Response
CaÈegories

Excellent

Good

Fair

Poor

Total

Response
Categories

Yes

No

Unsure

Total

Patlentrs Ratlng of
Children rs Understanding

NZ

))

38

L7

6

26.5

45.8

20.5

7.2

83

TÀBLE 75

FAMILYIS NEED TO LEARN MORE ABOUT MULTIPLE SCLEROSIS
AS PERCEIVED BY PATIEM

100.0

45. s

33.8

20.8

100.0

Childrensr Need to
Learn More

N%

35

26

16

77

PaËientrs Rating of
Spouse rs Understanding

NZ

33

36

9

4

40.2

43.9

11 .0

4.9

ó2 100. 0

Spousers Needs to
Learn More
NZ

27

38

L2

35.1

49 .4

15. 6

77 100.0
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TABLE 76

SOURCES OF SUPPORT IN COPINC WITH MULTIPLE SCLEROSIS

Suppor È

Sources

Family Member

Frlends

Plìys lclan

Multiple Sclerosis
Soc iety

Health Professiona

Comunlty Agency

Spíritual
Af f i.lj.at lon

0Èher

Overâ11
Rank

Mosc Impt (l)
to Least

1st

2nd

3rd

5rh

7 rh*

I rh*

4rh

6rh

* Ranked Equally
* Ranks based on su@ation of percentages withln categor{es (I) and

(2) only

(1) (2) (3)
Most Second Most

lnportant Important Not Ranked
NZNUNZ

Total

6.4

39, 1

20.2

7.3

6.4

2.7

17,4

55. 5

77.L

90. 0

94.5

94 .5

86.4

92,9

7

3

3 3

3 3

95

104

43

22

8 7.3 7

5 4.5 3

83 7 6,r

6 5,5

3 2.8

r9

6I

84

2.7

2.7

99

104

104

109

110

109

110

110

r10

110

t12



TA3LE 77.

LIFESTYLE PROBLEMS REIATED TO MULTIPLE SCLEROSIS

Problem Area

Changes in Fam{ly Relaclon-
s hips

Marital Problens

Llnitations 1n Actlvlty
Boredon

Insecurlcy abouÈ Future
Hea 1 ch

Changes ln Llfestyle
Inabillty co [,lork

Assoclations with Frlends

Physíca1 Symptom Dlscomfort.

Phys i ca I / Psycho log ic a I
Synptoms Enbarrasslng

Financlal Burden

other

Most Probleu-
atfc (1) ro
Leas t T2

8

t1

I
6

3

4

9

a

10

TZ

* l{eighled Rank (refer to questfonnalre - A.ppendix C) based on surrmtlon of percentages ln all rating categorles

N)

N)

To tal

r02

102

99

99

103

98

98

103

98

r02

98

107

Nevcr a
Probl en
NZ

Ra tin Area

6

10

528

8

JJ

20

0

l2
17

6

19

7.1

3.1

30.1

LL.2

r5.1

tI .8
25.3

6.1

l4 .6

5.9
oâ

0.9

t6
72

6

15

L0.2 7

5.1 3

23.3 31

10. 2 1l

9.8

8.8

7.L

8.1

15.5

4.9 6

6.1 I
0.9 I

28. 6 10

25.5 5

34.0 24

2r.4 ro

36.3 r0

38.2 9

25.3 8

39.8 16

32.4

20. 4

0.0

28

25

35

2I

37

39

22

4I

11 t

17 .3

5.8

19.4

22.5

L7 .2

27 .3

16. 5

23

I7

4 r.8
49.0

6.8

37.8

L5.7

18.6

28.3

33.3

13.6

29 .4

57 .L

98 .1

4L

48

7

16

19

28

14

30

56

I05

27.5
oa

0.0
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TABLE 78.

DEGREE OF WORRY RELATED TO MTILTIPLE SCLEROSIS

ExEent of lJorry
Related to conditlon

Never

Rarely

Sometines

Quite Often

Always

Total

Frequency
(N)

116

Percent
(%)

100.0

Rank
Most Coûoon (1)
Least Conmon

13

19

49

25

10

TT.2

16.4

42.2,

2r.6

8.6

4

3

I
2

5
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TABLE 79

MANBERSHIP IN MULTIPLE SCLEROSIS SOCIETY CHAPTERS

Frequency PercentMenbershlp ln Chapter

Chapcer Avallability 1n
Area

Yes

No

Unsure

lotal

Need for a Chapter
in A¡ea

Yes

No

Total

Mqmber of a Chapter

WÍnnÍpeg

Brandon

Thonpson

Flin Flon
Swan Valley LAMS

Central
No Chapter Specified

Total

84

I4
15

74.3

12.4

13.3
113

11

00.0

84.6

r5.4
100.0

2

13

61

9

I
3

1

t

42

51 .3

7.6

0.8

2.5

0.8

r.7
35.3

119 100. 0
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TABLE 80.

EXPECTATIONS OF A MULTIPLE SCLEROSIS SOCIETY CHAPTER

Expectations

In fo rmat ion-glving

Counselling

Fund-raísing

Assistance

Research

Other

Total

99

82

85

87

90

104

Re e
Yes No ure

97

54

69

70

711

9

98.0

6s.9

çr.2

80.5

82.2

8.7

0

16

11

6

10

95

0.0

19.5

4.7

6.9

11 .1

91. 3

2

L2

L2

11

6

0

.)

14.

14.

t2.

6.

0.

I

7



TÀBLE 81.

ACCESSIBILITY AND AVAILABILITY OF LOCAL COMMUNITY SERVTCES

Servlce AccesslbllityLocal
Cornnunity
Services

Bank

Grocery Store

Clothes /Department
Store

Drug Store

Church

lheatre

Sports Facllity

Physlclanrs Office

N

Yes No Unsure
NZ

No t.

App11c.
N/ö

Not
Speclfied
NZzNz

51

54

50

53

42

36

42

5l

44.7

47 .8

45.5

47 .3

37.5

33.3

36.8

47 .2

65.30
6 5.3 0

54,50
54.s0

)_2 70.7 1

5 4.6 4

5 4.4 I
4 3.7 0

0.0

0.0

0.0

0.0

0.9

3.7

0.9

0.0

6.4

5.4

8.9

5.6

5.3

3.7

35.5

37.5

3s.7

28.7

32.5

38.9

7 6.L 45 39.5

7 6.2 44 38.9

7

6

10

6

6

4

39

42

40

31

37

42

N)

o\

No Unsure
zN7"

Yes
NN

Availabili
Total

09 1

02 1.8

4 3.5 TI4

113

110

LI2

tL2

108

r14

108

0.9

0.0

0.9

0.9

1.8

3.7

6.7

2.8

7.3 1

4.5 1

4.5 2

20.4 4

5.8 7

3.7 3

95 .6

98.2

91 .8 8

94.6 5

93.8 5

75.9 22

79.8 6

93.5 4

06

05

82

91

0t
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ÎABLE 82.

KNOh¡LÐGE OF LOCATION OF EI-IERGENCY SERVICES

Emergency

Serv es

Hospical

Police

Fire Dept.

Total

IL4

Lt2

tL2

TABLE 83.

CONÎACT IN AN EMERGENCY

Energency Contact

Friend

Relatfve/Fanily

Physician

Hospital

FÍre DepÈ.

Police SÈation

Other

Total

Frequency

11

59

14

3

3

9

l3

PercenÈ

9.8

(t t

ta c

2.7

2.7

8.0

11. 6

100.0]-I2

LocaÈlon Speclfled Locatlon UnspecifÍed

N N /"

108

102

10r

94,7

91.1

90.2

ó

10

11 9.8

5.3

8.9



TABLE 84"

NON-RESPONDENT PROFILE: DEMOCRAPHIC FACTORS

Demographic
Factors

l{ealth Reeion

Winnipeg

WestBan

Total

4ås.

26 - 35 years

36 - 45 years

46 - 55 years

56 - 65 years

66+ yeats

Total

Sex

Male

Fernale

Tocal

Frequency
(n)

Percent
("/")

46.7

20.0

6.7

6.7

6.7

13.3

t00.0

13. 3

20.o

26.7

6.7

6.7

7

3

I
1

I
2

15

,,

3

4

I

4 .7

15 100.0
N)
.È-
oo

Demographic
FacEors

Hlghesc Educatlon

Some High School

Completed High School

Sone College

College Diploma

Some UnfverslÈy
Unlversity Degree(s)

Total

Household Menbers

Live Alone

Spouse

Spouse and Dependent
Children

Dependent Children
Spouse and Non-DependenE
Children

Live In Institution
Total

Percent
(z)

Frequency
G,r )

2

5

4

I
4

16

11

5 r.3
68 .8

100. 0

12.5

3r.3
25. O

6.3

25 .0

100. 0L6

5

16 100.0

3r.3
68 .8
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TABLE 85.

NON-RESPONDENT PROFILE: HEALTH SÎATUS

Frequency
(N)

HealEh
Status

Date of Diagnosls

I - 5 years

6 - 10 years

11 - 15 Years

16 years or more

Total

Condltíon DescrlPtion

I'flninal symPËoms

AtEacks and Remisslons

Slowly Progressing

Rapidly Progressíng

0ther

Total

RâÈing of ComunitY
tervices

Excelfent

Good

Fair
Poor

0ther

ToÈ41

Percent
(%)

4

4

3

5

25.0

25.O

18 .8

31.3

16 100. 0

53.3

13.3

13. 3

13.3

6.7

100.0

26.7

20.0

6.7

6.7

40.0

100.0

15

I
,
2

2

I

4

3

I
I
6

15




