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Abstract:

The purpose of this study was to answer these three questions: 1.) What are the most frequently
encountered problems of home dialysis patients who reside at a distance of at least 50 miles from the
home training center? 2,) What are some of the resolutions patients have used in coping with distance
from the center? 3.) Are there differences in kinds of problems and resolutions between those patients
who are proximate to the training center and those patients who reside at a distance from the training
center? A conceptual framework based on the concepts of adaptation and coping was utilized. A
descriptive/exploratory design was used in order to provide a comprehensive picture of the problems
and resolutions faced by home dialysis patients. Relative ideas of distance perception by rural and
urban samples was also investigated.

A sample of 15 home dialysis patients was selected from the Missoula area to represent the patient
group "distant" (greater than 50 miles) from the home dialysis training center. This sample was directly
interviewed by the researcher. Another sample of 18 home dialysis patients residing "proximate"
(within 50 miles) to the training center was selected from the Spokane, Washington area. The research
instrument was administered by mail to this sample.

The research instrument was a checklist of various problems which could occur while the patient is on
home dialysis. Problems were scored on a one to five rating scale—five ,being very serious, and one,
not serious. A separate form requesting demographic data regarding variations in dialysis procedures
was also utilized. Data was analyzed in terms of group and individual scoring of problems. Mean
analysis of scores was also done. A profile of common problems was developed.

The study indicated that there were problems common to all home dialysis patients, but that differences
did exist between the urban and rural populations in terms of distance perception and resolution of
dialysis problems. The distant (rural) sample utilized more group support mechanisms than the
proximate (urban) group, and displayed more independence in home care. Indications for improvement
of care of the home dialysis patient were evident, particularly in terms of patient support systems.
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ABSTRACT

The purpose of this study was to answer these three questions:
1.) What are the most frequently encountered problems of home dialysis
patients who reside at a distance of at least 50 miles from the home
training center? 2.,) What are some of the resolutions patients have
used in coping with distance from the centex? 3. ) Are there differ-

‘ences in kinds of problems and resolutions between those patients who

are proximate to the tralning center and those patients who reslde at.
a distance from the training center? . :

" A conceptual framework based on the concepts of adaptation and
coping was utilized. A descriptive/exploratory design was used in
order to provide a comprehensive picture of the problems and resolu-
tions faced by home dialysis patients., Relative ideas of distance

perception by rural and urban samples was also investigated.

A sample of 15 home dialysis patients was selected from the .
Missoula area to represent the patient group "distant" (greater than

. 50 miles) from the home dialysis training center. This sample was

directly interviewed by the researcher., Another sample of 18 home
dialysis patients residing "proximate" (withln 50 miles) to the train-
ing center was selected from the Spokane, Washington area. The
research instrument was administered by mail to this sample.

The research instrument was a checklist of varlous problems which

. could occur while the patient 1s on home dialysis. Problems were

scored on a one to five rating scale--five being very serious, and 6ne,

. hot serious. A separate form requesting demographic data regarding

variations in dialysis procedures was also utilized., Data was analyzed
in terms of group and individual scoring of problems. Mean analysis
of .scores was also done. A profile of common problems was developed.

The study indicated that there were problems common to all home

dialysis patients, but that differences did exist between the urban and

rural populations in terms of distance perception and resolution of
dialysis problems. The distant (rural) sample utilized more group
support mechanisms than the proximate (urban) group, and displayed more
independence in home care, Indications for improvement of care of the
home dialysis patient were evident, partlcularly in terms of patient
support systems. o :




CHAPTER 1

INTRODUCTION: A BACKGROUND AND CONCEPTUAL FRAMEWORK
FOR STUDYING THE PROBLEMS OF HOME HEMODTALYSIS PATIENTS

TNTRODUCTION

A major role of professional nurses consists of assisting persons -
whg have become afflicted with a chronic illness to maximize healthy
adaptation to their disability. 1In order to provide appropriate nursing
interventioﬁs, it is imperative that nurses and other health care per-
sonnel understénd both the physidlogical and social—psycﬁological pro- .
cesses related to the adaptation that the patient experienpes; the
"verstehen" musfloccur not only in terms of theoretical'kHOWledgé, but
also in terms of what the experience means to that individualﬂwho
suddenly (or slowly) discovers that his life style has been altered.

One group of patients who experience dramatically altered life styles
are those persons who are stricken with end stage renal disease. Unless
- they are among the "fortunate" ones who may benefit from a kidney trans;
'plént, life becomeé dependent on thé use of an "artificial"-kiQney,
i.e., a 1arge.machine external to tﬁé'patient's body. Héw do individ~
uals and families coée with such a major life stress, anﬁ hoﬁ één,_‘

~ nurses provide the most'appropriéte interventions?

The author first becamelinterested in exploring the answers to’
the above questidns‘Whilé working as a membep of an in-center dialysié'
team during duty as a U. S. Army nurse. Tt was evident that most of

the dialysis patiénts were functioning in an extremely altered
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environment, and manifesting many signs of anxlety and denial related
to their illﬁess. Many seemed to adapt by taking a totally passive’
role related to their disease, and seemed disinterested in active
parficipation in their care. |

When the author moved to Montana and sought informatio# about:
in-center dialyéis in the Missoula area, sﬁe'was referred to the large
population of home dialysis patients residing in the area. The in- |
center unit functions only as a back-up unit for emergency dialysis
situations, and has no routine dialysis patients. This type of situa-
tion was quite unusual in terms 6f the author's previéus.experiences,
_ and incited a great interest in the adaptation of home dialysis ﬁatienfs
as contrasted with in-center patients. Questions related to'. their
coping strategles, as compared to the coping strategies of persons who
retained dépendence on a center evolved. The focus of fhe'presént‘
study subsequently beéame one of leaining_more about how patients.who
live long'distances from a dialysis center preceive the stresses, and
how fheir'coping'strategies differ from those who.live in close prox-
- imity to a center. The purpose of the study was to learn more-about
. the problems assoclated with coping with one form of chronic iliness,

(namel&.repal disease) and to derive implications for improviné tﬁexl

v.healih cafe they . are providéd. 'Parficular attention was given to the’
iole offprqféssional ﬁﬁrses in rural areas'ﬁhere’in¥centér prégraﬁs are
. not available for either training or back-up. Identification of pos-

sible methods of improving the support and care of the home patient who
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resides great distances from his training center became a secondéry

purpose.

REVIEW OF THE LITERATURE

In recent years, the subject of hemodialysis has become a topic'
~ of significant and varied interest. Mahy studies have been done re-
garding hemodialysis, and a great deal of recent emphasis has been
placed upon home dialysis and specific problems associéted with this
method of dialysis treatment, A review of the 1literature also reveals
many étudiéé conducted in the area of specific dialysis probléms such
as stress, finance, psycho-social impacf, homé-dialysis versus cénfer
dialysis, and spouse/family interaction. A'bésic deécription-of
dialysis, howevér, precedes the review of the studies in this narrative.
Dialysis is g'physico—chemicgl pfocess in which a chgmical in one
solution may pass lInto anothér solution when a semi-permeable membrane
is in existence between them. It is based upon the principles of
simple diffusion and osmosis, that is, that a substance will pass from
" an area of greater concentration of that substance té aﬁ area of lesser
concentrat;on of the substance through a membmane.éermeable to the
substance (Cameron.et. al., 1976),' The usual function of‘thé normal
kidney is the filtering-of the waste products of ceil hetabolism‘from
the biood, out of the body. However, when the kidney is unable to
function in tﬁis normalrcapécity, these waste products will continue

. to accumulate until toxic levels are reached in the blood and the body,
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and eventually death will ensue due to the inability of the body to rid
itself of £hese poisﬁnous products. Hemodialysis, through the fro~
cesses of diffusion and oémosis across a semi-permeable membrane, is
the continuous artificial process by which a sﬁall amount 6f blood
(100 to 150 milliliters at a time) is pumped through an artificiall
dialyzer and returned to the patient free of harmful toxic waste
products.

'End stage renal disease is usually an irrevefsibie condition.
Unless successful kidney transplantation is effected, rehai dialysis
as a medical regimen must become a major parf of living for the indi-
vidual with this disease process. The renal dialysis unit, o;."in—
center",'hospital dialysis unit, normally cares for the pétieﬁt popu~-
lation witﬁ end stage renal disease who are being treated with mainten- -
ance hemodialysis (dialysis occurring two or three timesla Wée? for
five to. elght hours each treatment). |

It has now been fifteen years since the first patients with end
stage renal disease were selected for maintgﬁance.hemodialysis. In the
United Stafes alone, over 10,000 patients are currently being dialywzed,
and with costs being somewhat less demaﬁdiné due to state and fedérai
assistance progréms, hemodialysié ié available to almost ever&'pefson'
who requires it, préviding he has access to a diélysis treaimenﬂ
facility. For those patients who lack proximity to dialysis:cgnters,:
and for those pétients who wish to be more difectly responsible for

their own care, home hemodialysis may be a viable alternative.




Home diélysis was initially developed in 1963-1964 by a number of
fhysicians (Scribtner in Seattle, Merrill in Boston, and Shaldon in
London), who envisioned substantial savingé iﬁ cost, persomnel aﬁd
equipment to both the patient and the operating unit, if patieﬁts could
be trainéd to dialyze at home. Tﬁe home settiﬁé was considefed fo be
more desirable for several reasons. Kolodner, et.al., (;9?6) consider -
the home setting more acceptéble due to: 1.)' Extremely high cost of
hospital-based dialyéié born by the pétient and institution; é.)"Limi-
tation of appropriate sﬁace in hosPitallfacilities; 3.) Limitaﬁion.of
treatment capacity in hospital'units; 4.) Need for plaﬁning alspecifig
dialysis schedule to meet the patient's requirements; 5.) Lack‘of oppor-
tunities for proper rehabilitation of the patient, and for the training
of relatives in care and treatment techniques. Home‘hemodialysis, |
according to Chojnacki (1975), is then based on three general prin- .
ciples: 1.) Chronic illness is better treated at home than iﬁ_the :
hospital; 2.) The more ;esponsible:the patient is for his own caré,

“the better off he will be; 3.) The‘more infoiméd the patient is about
: detailg‘and complications, the better he is able to téke care Qf':
himself.

Home dialysis is thought to be superior to center dialyéj.;s ‘:.Eor‘
medical as well as psyphological reasons. Iﬂ,referénce to the:medicgil
aspect, the'pat;enﬂ één receive a longei total time opgdialy§is; dﬁe
to the increased flexibilit& of dialysis time at hémeu in refexenée |

to the psychological benefits, home dialysis, as opposéd ﬁo ceﬁter
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dialysis, appears to induce independence and self—confideﬁce in the
patient who is expected to take responsibility.for his own.care (Malm-~
quist aﬁd'Hagberg, 1974) .

Criteria for acceptance of patients ;nto a home tréining program
include availability of an assistant, suitable physical facilities in
the home, few external medical.problems other than renal failure,
intellectual capacity and reasonable emotional stability existing
within the patient and between the patient and his dialyzing baftnér
(Chojnacki, 1975; Veverbrants, 19?2). Successful home dialysis is
most prominently contingent upon the continued and effective partici-
pation and invoivement of the patient and the dialysis partﬁer (Snow,
1976). According to Kolodner (1975), the home process can not only
reduce the personal freedom of the partner, but can also precipitate
the induction of an ovérwhelﬁing apprehension in relation to the tech-
‘nical aspects of treatment, and the assumption of life-and-death con-
trol over the patient by the partner. Home care effectiveness will'-
definitely indicate a deficit however, if either the patieht or his
family undeftake theée reséonsibilities of home care and treatmeﬁt
without the constant support of the inpatient. setting.

For families who are successful in sustaining home dialysis,

continues Kolodner (1976), the ability of the family to maintain ties

as well as the medical regimen of hemodialysis, are strengthened. The
increased faciliiy of the family in coping with occasional ehergencies

 further promotes the development of confidence, self-assurance and




? .
independence in the management of this type of care. Home dialysis: .
can redﬁce the mystery of medical treatment, and, rather than réinforc-
ing the sick fole.and dependeﬁce df the patient upon the expértisé of
others, can foster the. independence and control of ﬁhe pafient and
partner over theif own situation and the treatmént thus invqlved.

The chafacteriétics of the well-adjusted long term conéumer of
dialysis tend to be: a desire to survive, using one's abilities and
available resources constructively and maximaliy; a definite pride in
productivity and achievement; indepgndent questioning, rather than
passive acceptance;'poncern about oneself rather than self-éacrificé; ¢
minimal tendency toward despair——rargly exﬁeriencing hopelessness or
helplessness; empathetié rather than sympathetic attitudes towards
other patients, that is, not always identifying with'other patients,--
the recégnition of his uniqueneSs'(Néwmann, 1979). Oberly (i979)'
states that the common linkage between these people is a s{rong desire
to0 be independent, to xemain_productive,_anﬂ to lead as normal a life
as possible.

When the patients have been £rained and the home is reédy, they
are establishéd‘theré, and ongoing medical and nursing caré,'soc;alr
psychologicalzand/or_physical, as well as allithe néceééary equipment,
nust Bé.provided by the training center. A prime objective of the
fraining unit is £o insure that after training, the patients will-bé
able td-copé by .themselves at home in carrying 6ut the'dialyéis_,

prodedure (Macniven} 1976). Such ongoing care, on the whole, then .
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must be the responsibility of the main ﬁraining center, even théugh
tﬁe patient is establishéd at home, | ‘ o

Kolodner (1976) also observes that initially, when a patient is
bégun on home diélysis, the training unit offers greater supportive
supervision ana back-up resources. However, after the patient is
stabilized in the home, the initial support is reduced, énd the great
burden of care rests with the patient, partner and family,

In a study done by Wick and Rye (1977) in which 61 patients were

interviewed cohceining rehabllitation, stress, finances and psycholo=

gical impact of home dialysis, the question "What causes you the most

stress in home dialysis?", was answered in numerous ways. Needle inser-
tion, machine problems, fear of'complications, and blood leaks were the

most frequently mentioned. Table 1 lists the most frequently mentioned

/stresses, and the percentages of patients reporting these stresses.

Table 1

Stresses of Home Dialysis (Wickland Rye, 1976) -

Stress - -Percentage of Patlents Reporting
Needle Insertions 25%
Machine Malfunctions ' - 21%
Fear of Complications ' ' . 18%
Blood Leaks o : 16%
Stress on Family ' 13%
Time Involved , 16%

N=61




9
The most dominant home training stress found in the survey was anxiety,
which resulted from many factors. The major anxiety producing factors
included insecurity about the future, the apparently rawesome ana.
largely unknown responsibility of home dialysis, and the need to be
dependent on the machine and loved ones. Continuous support and
patience during training are vital, being particularly important during
needle insertion and the handling of stressful situations such as blood
leaks and needle problems, the most frequently identified technical
difficulties. |

Inevitable problems arise within the family unif, and many centers
are not prepared to adequately and effectively deal with these problems
through the use of adjunct support systems. Because of the time-con-
suming, and oécasionally unpredicﬁat&e nature of the £reétment, it is
very important that patient and partner act as a team. If there is
continuous resentment or tension between them, the procedure can become
an ordeal where each feels he is sacrificing rafher than sharing the
time together (Oberly, 1979).

Wick and Rye (1977) state that they had an overwhelmingly positive
response from the patients and paritners regarding the need for better
communication, continuing education and group support sessions., Many
felt abandoned and isolated from the staff and physiclans after going
home. Thosé who did not feel isolated or abandoned were those who
remained in close telephone contact with the staff and physicians, or

who had contact with a member of the home-training staff who maintained

’
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some of the machinery. Home visits, although time-consuming;‘help in
assessiné patients' needs and progress; chk andGRye further.emplainedw
that soon after the patlent goes home and at least yearly thereafter,
. unless s1tuat10ns arlse 1n which 1mmed1ate flrst hand observatlon of
the home environment_Seems_necessary and admlsable?:home v1s1ts should
be made. Between .Visits;freqnent and."re_gnla.r'te‘lenhone contact sho,tild
be-made. | | | |
This type of-back—np~is,available in‘most:home dialysis sltuations,
but not'always feasihle for the home trainlng‘center-when patients
reside at great distances from the:center; eVen:thongh telephoneé con-
.tact is usually maintained.. | | |
Althongh'there is a definite economic—financial ”aszwell as a

phys1ca1—psycholog1cal advantage to home. dlalysls over 1n;center .
dlalys1s, there is a reluctance of Congress and the Department of
Health, Bducation and Welfare to push any leglslatlon in favor of home
.,'dialysis (Blagg, 1977; Kolodner, et. al., l976)..:Cost varies from

, $8;000 to $15,000 per year}for the home patient,Aversus $23,000 to
$35,000 for the center patient. Several of the items such as-supplies
and certain types of equipment necessary for home dlalys1s are not
covered by Medicare relmbursement whlch is the- maln ass1stance for
end stage renal.dlsease patlents. Lack of coverage places the home
patlent at a flnan01al disadvantage (Boohner, 19?7) Blagg has found
that the number of patlents on home dlalysls has ‘been decreas1ng

within the last flve years, and is approx1mately 25 per cent ‘of the
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total number of dialysls patients, although different regional statis-
tics tend to slightly vary this figure. Medicare corrently reimburseek
86 per cent of home dialysis costs, not to include any oral medicatlons,
and reimbursement begins after the first three months of dialysis.

THe patient at home is in a unique situation, and his needs are
quite different from those of patients being routinely dialyzed in a.
hospital or center. In essence, the patient is responsible for his
own care. The knowledge and confidence with which home patients per-
form their dialysis treatment must be provided by the home dialysis
..training center with paramount’importance placed ufon management of
home dialysis with minimal anxiety. This must be accomplished through
" the maintenance of open communication between the training center-an'd~
the patients and their families, so that once in the home they do not -
feel abandoned (0ag, 1976). '

Data from the Buropean Dialysis and Transplant Association (Kolod—
ner, et. al.,, 1976) shows that patients treated by the use of home | |
dialysis have a 1ower morbidity, and mortality rate than those patients'
treated in-center, or transplanted. Wick and Rye (1977) maintain that
even though the potential success of home dialysis treatment is a
 feasible altermative for many patients, in order for the patient_to‘;
reach his maxfmﬁm potential home.based care must offer the necessary '
continuing support to the patient and his family. One of the maJor :
reasons for the failure of some home dialysis treatment attempts is

~the almost complete transfer of professional functions to family_,
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members without proper allowance of respite from this burden. Home
care, as a viable treatment modality for end stage renal disease, can
be an effeétive and beneficial one, but only with the continued asSist—

ance and support of professional personnel,

CURRENT MONTANA DIALYSIS INFORMATION

Montana Health Systems Agenéy data currently shows that, in the
state of Montana, the incidence of end stage renal disease appears to
-be somewhat less than the national figure of 50 per million. Between
1976 and 1978, 63 new end stage renal disease patients‘were treated in
Montana, for an average annual incidence rate of 32.8 per million.

Public Law 92-603, section 2991; requires the organization and -
coordination of all facilities into networks of care, thus providing
for Medicare eligibility. The state of Montana is serviced ﬁy end
stage renal disease Network Coordinating Council No. 2, based in
‘Seattle, Washington. - Portions of northern Wyoming also refer patienis
to.Monfana, apd most transplant candidates from:Montana aré referred
to the University of Waéhingtoﬁ, the Uﬁiversity of Oregon, the Unive;—
sity of Colqrado, or the University of Minnesota. ‘

At the present time there are four acute general hésPitals which
do provide end stage renal diseaée care. These hosPitgls have hemo-
dialysis units and are St. Patrick's Hospital, Missoulé; St. Peter's )
Hospital, Helené; Columbus Hospital, Great Falls;'and Billings Dea~ |
coness ﬁospital, Billings;. A1l four facilities provide acﬁte and

chronic hemodialysis care, as well as peritoneal dialysis services,
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Hémé'training programs for hemodialysis pétients are presén%ly
offered in two of the four facilities--St. Peter;s Hospital, Helena,
and Billings Deaconess Hospital, Billings. Columbus Hospital in Greaf
~ Falls has developed and‘opéned a training program this year. Mény of
the potential home dialysis patients in the western half of the state
receive fraining from Sacred Heart MedicalACentep in Sﬁokanév Washihg—
ton as well as centefs located in Seattle, Salt Lake City and Denver;

The ideé of kidney self help groups has been initiated in Montana.
The first group, the Five Valleys Chapter of the M_onta,ﬁa'Kidﬁey
Patients Assoclation located in Missoula was organized tolfulfill'
several specific purposes:

'a.) To provide an organlzatlon of mutual assistance among
" kidney patients and their families.

b.) To work with elected representatives at the local,
state and federal levels to influence leglslatlon
helpful to kidney patients.

Ce) To educate the general public as to aims and needs of
the group.

d.) To encourage the public to sign organ donor cards.

eo) ' To encdurage the' public to support programs, legisla-
tion, etc., of benefit to kidney patients.

f.) To-cooperate with other organizations'dedicatedgin‘,'
‘whole or in part to similar objectives. -

go) To encourage and maintain a personal ekchange‘of ldeas
and methods for the promotion of the rehabilitation of
those with kidney problems.

h,) To ultimately help return every kldney patient to a
well adjusted and productive life (Article-2, Consti-
tution, Montana Kidney Patients Association, 1979).




Table 2

End Stage Renal Disease Utilization Statistics for
Montana Facilities, 1977 (HSA Bulletin, 1978)

St. Peter's, Billings

St. Patrick's, Columbus, State
Missoula Great Falls Helena Deaconess Total
. Patient Census (Jure, 1978)
Transplants 6 3 1 13 23
Center Dialysis 6 9 17 33"
Home Dialysis 15 7 3 6 31
Total 22 16 13 36 87
Ny A
‘Utilization Statistics
Total No.. of . ‘
Dialysis Stations 2 L 3 7 16
Potential No, of
Dialyses Which Can ) . :
Be Performed ' 847 1747 1310 3058 6989
Current Utilization - 115 1319 815 2127 4376
Percentage of )
Poteritial Use % 53% Ly 497 Lhag

Ui
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The future plans deviseo by the Montana Health Systems-Agencylin
relation to end stage renal disease (ESRD) supports increased enphasis
on home dialysis, but reéealizes that 1n~center units must contlnue to

" be located in facilities around the state. An estlmate of service

L

~

needs has thus been devised:

1.) Each year at least 33 patients out of every million.
persons will develop ESRD. This is based upon thregé
years experience in Montana.

2.) Twenty per cent of all ESRD patients will have trans-.
plants. In Montana, about 26 per cent of ESRD patlents;
have had transplants.

- 3.) About 40 per cent of transplant patients will reject
their new kidneys and be required to undergo chronic
dialysis.

L;) Among those individuals eligible for dialysis, at
least 50 per cent can be placed .on home dlalysis, The
remaining 50 per cent will remain on in- center '
dialysis,

54) Each ESRD patient will undergo dialysis aﬁproxlmately'
156 times per year, based on three dialyses per week
for 52 weeks.

6.) A fully utilized dialysis station should perform
approximately 436 dialyses per year, -assuming an
average of two treatment runs per day, six daysv _
per week, and adjusted for an optimal utilization .
of 70 per cent. K

These assumptions are based on the last -three years"experienoes
of Montana faoiliiiesvas reported to the ESRD network in Seattle,
Further, based on these assumptions and reported fignres,'it islpro—.

Jected that Montana could use an additional elght dlalys1s statlons

by 1985, However, HSA recommends that before any appllcatlons of. the
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need estimates can be utilized, more in depth studies should be
undertaken. The general goals proposed by HSA are:

1.) Home dialysis programs should be promoted in Montana.
There is strong indicatlon that the need for in-center
dialysis facilities will increase through 1985.
Because of the high cost of hospital based ESRD ser-
vices, and the geographic barriers limiting access to
these hospital facilities in Montana, the need for
,home dialysis is evident.

2.) Programs for the prevention of ESRD should be '
developed in Montana.

3.) All modes of treatment and rehabilitation should be

available to all individuals with ESRD. (HSA Bulle-
tin, 1978)

CONCEPTUAL FRAMEWORK AND RATIONALE FOR THE STUDY

Through the process of adaptation, man may constructively and
consistently éopé with -internally or extérnally imposed‘copditions in
order to meet his needs (Murray and Zenter, 1975). Adaptation refers
to the process 6f utilization of coping behaviors by an individual
when faced with new, different, or threatening stimuli (Byrne and’
Thompson, 1972) . Adaptatioﬁ permits forward movement of the individual
by minimizing or negating the effects of the adverse forces which may
accompany change° Phys1olog1ca1 adaptatlon or the internal adapta~
“tion of the organlsm 1tse1f in the preservatlon of its 1ntegr1ty, and
. psychologlcal adaptatlon the behavioral adequacy in attalnlng appro-.
‘priate human. relatlonshlps, are 1nextricably bound (Murray and. Zenter,
19?5). Engel (1962) contends that adaptive behavior helps the person

to adjust or cope with variable circumStances;.and'is at a. maximum
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when a sense of discovery, or purposefulness of the self is perceived,
thus facilitating the achievement of a balanced satisfaction of needs.

Man is further seen as a complex, intertwining, adaptive network
of behavioral subsystems working synergistically to achieve behavioral
stability (Wu, 1973). When usual adaptive behaviors are unévailable
to the individual due to a change or alteration in the internal/exter—
nal environment, the individual expgriences a breakdown or loss of
order and predictabilify in himsélf and his relaﬁions with otheté,

According to Caplan (1961), crisis occurs when a person faces an
obstacle to importént life goals that is, for a period of time, insur-
mountable through the utilization of the usual methods of problem-
solving. Caplan (1964) further states that four developmental phases
develop in a crisis situation: an initial rise in tension as ﬁabitual
problem solving techniques are tried; a lack of success in coping as
the stimulus continues and more discomfort is experienced; a further
increase in tension which results in mobilizming internal and external
resources; and if the situation is not evenﬁually resolved, a further
increase in tension and a major disorganization of the systém.. The
individual must then work to re-establish equilibrium by learning new
skills or new behavior, altering the environmenf, or withdrawing from
the environment to seek a more suitable one (Vickers, 1968).

A loss of'ordér and predictability, which can precipitafelbehay~.
ioral instability 1s dependent upon the nature of the predisppsitional

event. Any event that is pefceived as hazardous is likely to cause
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instability and cpnsequent crisis (Rapoport, 1965). Murray_and Zenter

(1975) further maintain that the body usually stabilizes or regains

internal constancy through automatic reguldtory mechanisms without

conscious effort, and consequently the peréon is usually more concerned

about others and the external enviromment than his body, unless the
meifnnctioning body part interferes with daily activity. Tllness
.fosters the inabildty to satisfy basic needs for food, fluid, exygen,
eiiminetion, felease‘ofnsexual tension,.sleep, exercise,uand can’ be
responsible for the loss of a valued body part and a threat to self
imege (Wu, 1973). It can be a very powerful stimulus to the experience
of instability. | |
In any discussion of end stage renal disease, all of thelconsid-
erations related to adaptation and stability of the individual in
terms of a highly altered life situation, nust be taken into serious
account. The dialysis natient must be highly motivated io 1iVe'if
‘he/she is to effectlvely adapt and cope w1th the many demands and
personal 1osses he/she may confronto The real and potentlal losses
.are many, 1nclud1ng llfe itself, body image, sexual performance, self
esteem, phys1cal and mental capaclties, self—sufflclency, independence
and control, personal and financial status, home and material posses-
eions and group membershlps (MacElveen, 1972; Brand, 1966, Shea, et.
al., 1962; Wright, et. al., 1966). |
Santopietro (1975)' has identified the major eiﬂofrional- needs of

'diaiysis patients as the need for self concept, the need to grieve,
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the need for safety and control of the environment; the need for
acceptance and love, and the need to establish optimum levels of
wellness and functioning. Wright et. al., (1966) has divided the
basic psychological stresses of dialysis patients into actual oxr
threatened losses; injury or threat of injury, and frustration of
instinctive desires and needé. The'majér needs and.stresses apﬁear
to correlate very closely wiﬁh.each other, and take into account ﬁot
only the physiological adaptive needs, but the psychological needs as
well,

The g&ieving process accompanies renal failure, and the sense of
loss experienced by both patient and spouse must be recognized by the
medical staff during this period of patient adjustment. Thls process
may be dealt with by the spouse, family members or friends in tﬁree
general ways: 1.) With sympathy, which plays into the patient's
sense of helplessness; 20) With apathy, suggesting-tﬁat fhey really
don't care, and causing.an increase in the patient's sense of loneli-
ness; 3.) Or with empathy, the midpoint between sympathy and a,pa',.thys
This will lead to effective caring by recognition of the problem by
the patient, and the ability of the individual to share his or her -
feelings and ideas without a sense of fity (Newménn, 1979) .

Wu (1973) believes that a basic alteration in the self concept
of the individual can occur due to the new and confusiﬁg bodily state,
as wgll as thg under mining of a previouély cogent, secure, and safe

environmental existence. Disruptions and continued 1life changes are
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‘numerous and very lablle, and the losses which will occur due to
alteration of future plans and dreams, activities and achieuementsb
and time and freedom, must be viewed as an inuasion of thevtotal 1life
of the hemodialysis patient (MacElveen, 1972).

Home dialysis, through the active encouragement and partlclpatlon.
of the patlent in h1s treatment can be seen as an enhancement to the
coping and adaptation of thevpatlent to this profoundly altered envi-
ronment., The health care staff can play an important role in the
1nfluence and outcome of the indlvidual s adaptation (Rusk, 1978).
Veverbrants (1972) contends that medically, the patlent can increase
-the frequency of dialys1s as necessary, and psychologieally, although
home dialysis may cause anxleties and disruption of.the famil& unit,
the actual return to the family, as well as‘the freedomlto schedule
dialysis into everyday 1life, and the gain in self confidence experienced .
by the patient are Seenh as. quite advantageous; 'Howevei, in order for
home d1a1ys1s to be successful follow1ng the two to three month super- ..
vised patlent trainlng, contlnued ass1stance, support, and tralnlng
must be provided by the home dialysis training center. Frequent home
v1s1ts, partlcularly in the early months of home dia1y51s, llnked Wlth‘
continued counselling, are needed to help in the adjustment to home
dialysis -(Brown et. al., 1978; Blagg, 1977; Sandle, 1972). |

All of the major needs and stresses of the home dialysiS~patient‘
must be dealt with. As'studies by MacElveen (1975) and Broun‘(i978)

have shown, maintenance hemodialysis as a- chronic stress can exert a
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profound effect on all aspects of the individual's physical and psycho-

social integrity. Independence can be fostered only if the patient

'is able to successfully adapt to the home environment and assume

responsibility for his care. Brown et. al. (1978) and Rusk (1978)
further SupportAthe idea that an integration of home visits, as well
as regulei holidays must be provided for the patient and partner
involved with maintenance home dialysis.,

The dialysis assistant/partner in mostkfamilies is the spouse of
the patient, and studies by Streltzer (1976), Brown (19?8);.and Mac-
Elveen (1972) have indicated that the spouse must accomodate to. many
changes and stresses related to the home dialysis situation.. Single
persons, on the other hand, typically return home or remain at'£heir

parents home, In such situations, the most significant other person

is usually the mother of the patient, or perhaps a hired helpef.

These relationships are characterized by an increased dependency, and
unless the natient is firmly established in adulthood,'tne demands of
this chronic illness can precipitate a regressive return to the
naternal—cndld symbiotic bond (Peirce, 1975). For the panient, home
dialysis may provide several adventages, but for the spouse, it can be
the portent of many disadvantages, such as lees free time, decreased '
mobdlity, end'increaSed i‘esponsibil‘ityu The presence of the dialyeis

machine in the home further may serve as a constant reminder of these'

.disadvantages.
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MacElveen and Alexander (1977) and Oberly (1978) reiterate the

fact that even though the end stage renal disease patient has the
bpportunity to live many productive years on home dialysis, there are
many radical, personal adjustments to be made in order t§ accomodaté
this change in the total 1ife situation. At each state in the family
cycle spe01flc goals responsibilities and developmental tasks must be
addreSSed and dealt with, in order for the family members to meet
thelr needs and satlsfy the requlrements for continued growth and
development as a family unit. There are particular aspects of life’
on home dialysis which may impose s£rong inhibitions on fhe successfﬁl
. growth and functioning of the family unit. One of these'stresses.is.
the reduced energy levels of those on/dialysis. Physical activities
‘requiring strength or endurance are limited. Meetlng the dialysis
schedule assumes increased demands on family resources of time, house-
hold space, money and energy. Role adJustments and changes in the .
relationships with other family members occur. Some requirgd adjgsté
ments and renegotiations of tasks may be necessary for the fami}y;
and unpredictable health emergencies can occur in_aﬁdition to the
accommodatipn to a constantly 1imited state of wellness.- Large invest-
ments of time ohudialyéis can restrict many social and recrea£iona1.
activities thereby,expluding'friends and relatives, and becoming a .
stressful influence on the home dialysis family.

-'_Smith,~Ma1mquist, and Hagberg (1974) have emphasized thé fact

that the stress of home dialysis markedly affects the spouse as ’
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dialysis assistant., Sﬁbsequent assessﬁent indicateé a definitive
need for psychological and psychiatric evaluation of the héme dialysis
patient in order to anticipate difficulties as they arise, and £o~give
the patient and family needed psychétherapeutic support.

MacElveen (1977) and'Ma:Lmquist eto al., (1974) further identify
the need in terms of the vulnerability of pérticular families,.and
ﬁhe fact that continued suppoxrt, and'periodic moﬁitofing of the family,
and its members requires primary prevention. Families can be altered
to changes in the structure and function within their unit, and may be
able to better relate the influence of the patient's disease either
directly or indirectly to the progression of their own deyelopmental
status, .

Supportive contacts for the spouse and familyhare a major need,
and in order to give both the patienthand paitner, a complete rest
from the procedure in the home, it has been suggested by severa;
authors (Brown, 1978; Streltzer,. 1976, among others), that it would
' be perticularly beneficial to the family if the home training center
would provide two tbnthree weeks per year of in-center dialysis, and
alleviate where possible the psychological stresses inherent té the
spouse and family in the home situation.

" The patient's fear of injury, loss of safety, need for identity,
and ‘intense spouse/family interaction with home dialysié are all mgjof
.Qomponents in the life change situation required by this type of éare,

and as such serve as a basis for problems which can occur most
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intensely during the initial adagtive months of home dialysis. The
importance of back-up support by the home training cneter cannoﬁ‘be-
over—emphasized during this time, The center should previde contin-
uous assistance to patients in potential emergency situations at home,
as well as care and provision of supplies, maiﬁtenance.o% ﬁachinery,
psycholeéical, dietary dand financial counsellihg, medical and surgical
intervention if neceseary, and routine home visits by the training
staff (Blagg, 1977).

Newmann (1979) lists some of the major factors pertainihg to the
_success and effectiveness of a home dialyeis program:

1.) ~The health care staff is dedicated to it. Doetors, nurses
and technicians markediy influence patient attitude and sﬁpporf.
Those who believe strongly in the advantages of home dialysis have
developed excellent training and follow-up programs which are generaily .
weil received and supported by patients. There are relatively.few |
home dialysis consumers follewed by physiciané wﬁo are not wholly in
faeer of:a home program, and unable to provide the type of care ﬁeeded
in terms of phyeicai and: psycho-social interventions.

2.) A thorough and individualized training'ﬁroéram. This enaﬁles
" patient and partner to function as a team which in turn is .giea@tly'
beneficial in.the reduction of stress and anxiety experienced by
patient and parthei. Experienced home patients can be effectiVely

utilized to help new trainees cope with stress.
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3.) Follow—up from the medical team. Follow-up serves as a
useful tool to monitor the experience and responeibility of the home
dialysis team as‘a euccessfully functioning unit, which uses home
dialysis constructively and maintains a special sensitivity to each
partner's needs.,
| Adaptation to change must be continually fostered by support from
the home training center, espécially during the first six months the
patient is on home dlalys1s. Studies by MacElveen, et. al. (1975)
have shown that by the end of s1x months, 89 per cent of home trained
patients felt at ease, not only with home dialysis, but also in their
ability to handle ﬁost emergencies, Assessment, and constant reassur-
ance must be an ongoing process. Information must be consisteﬁtly
provided regarding sepplies and equipment since technology is rapidly
changing, and reeducation in neﬁer and better methods must be parf'of
a continuous, comprehensive program. The relationships of the bre-
fessional and training staff with the patient and family are instru-
mental in providing complete care to the home patient, and ih'develop-
iﬁg e'dec;ease iri the threat of injury due te any meehanical problems,
blood access ﬁroblems or any other environmental risks. They;must
aieo.foster the confidence, trust-and'motivetion necessary forva'home‘
dialysis patient-te continue te adapt and to live in his/her alteredv
sifuetion,, “ I

In summary, the lifefature reviewed indicetes that the abiiity

bf_the home dialysis patient to adequately cope with the dramatic
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a1£eratiop in 1ife situation is contingent upon several majof fac£ors:
patient motivation; indi&idualvand‘family ceﬁing strategles; develbp—
nental statis of the individual and family unit; and adequate support
from family and involved medical personnel, particularly‘theee indi-
viduals responsible for the provision of home dialysis training. |
Continued support and assisﬁance from the home training center appeare
to function as a major determinant in the effective resoiution‘of
adaptational'changes related to the home dialysis experience.

However, if the home dialysis training center is not eaeily
accessible to the home pafient due to distance, and 0the¥ reiated
factors, the probieﬁs encountered by theee patients could present
increased resolutional difficulties, The necessary crisis and“ceping
strategies‘required fof successful adaptation of the home dlalysis
patient to his altered environment might then be less effective in
,thls situation, Through a study of problems and concerns of home
dialysis groups more adequate methods of support may be 1dent1f1ed
for.the home patient, and more effective methods of treatment could

eventually be utilized.




CHAPTER 2
METHODOIOGY

STATEMENT OF PURTOSE

 ,The purpose of the study was to describe problems of home dialysis
in rural and urban populations to discover how disténce was percelved
by both groﬁps and.whether or hot distance from a center influénced
adaptation to treatment. The following ques£ions werelasked:‘
| 1. What are the most ffequently encountered problems of home
dialysis patients residing more than 50 miles from their
home training center?
2. What are some of the resolutlons patients have used in coping
with distance from the center?
3. Are there differences in the kinds of pfoblems énd'resolutions
experienced by dialysis patients who 1live in proximity to the
Atfaining center, and those who reside at a distance from fhe

training center?

RATIONALE FOR THE STUDY

 The autho;‘s'previous work with dialysis patients and MacElveén's
(1972) stud& stimulated the author's interest in problems of home dial-
. ysis patienﬁsu In reviewing the literature it became appareﬁt that
- problems of homevdialySis for people distént from training centers Ha&
?nét been studied. No studies were_fouﬁd which considered patienfs'

perceptions of distance from the center, or distance to travel for
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assistance, or how rural patients coped with.medical, technicai or
interpersonal problems. A study comparing rural with urban patients
could prévide new informétion aﬁd contribute to knowledge of how rural
people cope with chronié disease,
.There is a population'of home dialysis patients living in Western
‘Montana who were home trained in other states. There is no training
center within 50 miles of the Montana group, and the distance tg.a
center is 200 miles or more for most Weétern Montana patientsQ' Due to
lack of immediate accesé to assistance and support of the home training'
center, these patlents have been forced t6 function quiﬁe independently.
Another population of home dialysis patients lives in the Sp;kane

area where the Sacred Heart Medical Center home dial&sis training center
" is located. The SpokaneApatient population made a good comparison group
since a large percentage (60%) of the Montana group received their |

training there.

RESEARCH DESIGN

An - exploratory descriptive method of study_was'selected because
1little was known of patients' perceptions of their prob}ems and no,
éfudies‘were found which focussed on distance from the qente;'as it
.related td‘adaptatién to home'dialysis.: Thévinvestigator elicited
patient'é perceptibns of a variety of problems encountered dufing thé_
initial months of home dialysis as well as those problems still ogéur- ~
ring at ‘the present tiﬁe; the-resolution-of‘these problems; aﬁd indi-

vidual interpretation of proximate and distant.
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The in&estigator was present during dialysis, attended meetings,
interviewed patients and spouses. or partners formally and infbrmally
and observed home dialysis patients and their support network under
varying conditions. A trip to a Spokane center meeting provided
limited observations of the urban comparison group at a joint meeting
with the rural group.

Ap attempt was made to utilize patients' perceptions of their
problems., ,ExtensiQe interviewing of one patient contributed to devel-
opment of the categories used in the checklisf; Use of present cate-
gories was ﬁegessary to have comparable data from both groups, thg one
interviewed and the one that responded to the questionnaire. ﬁoth.'
groups would'have been interviewed if that had been possible.

|
DEFINITION OF TERMS '

1.) End stage renal disease: Chronic inability of the kidney

to filter and remove from the bloodstream and body, the
waste products of cellular metabolism; conserve essential
substaﬁces; regulate the composition of body fluids; and’
secrete hormones (Cameron, 1976). .

2.) Home dialysis: Chronic maintenance dialysls done in the

home of the patient.

3.) In-center dialysis: Chronic maintenance dialysis done in a

hospital or didalysis center specifically designed to provide

this treatment for the patient on an outpatient basis.
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4,) Proximate to the home training center: Residence within 50

miles from the home training center.

5.) Distant from the home training center: Residence.greater

than 50 miles from the home training center.

6.) Home dialysis training cénter; A specialized dialysis center
with the primary objective of sraining the patient fully and
.compleﬁely to perform all aspects of the'dialysis treatment
at hoﬁe. -

7s) Probiems: Those occuirenses causing the patient undue
interruptionAwith the normal dialysis treatment. Problems
ars identifiea as mechaﬁical, medical and psycho-social, |

8.) Resolution: The ability of the patient to adeguatsly
rectify these ﬁechanical, medical and psycho-social problems

with or without support from the home training center.

SAMPLE AND SETTING

A sample of 15 home dlalysis patients was selected from Missoula -
and the surroundlng areas (within a 150 mile radius) to represent those-
home dialysis patiepts distant from the home train;ng center, since
there is no training center in Missoula or the immediate srea. The.
ssmfle is the total population of home dialysis patients listed undsr
the care of the Mlssoula area nephrologlst and was the group available
for 1nterv1ew at tbe time of the study. This number of home d1a1y51s '

patients is also the same number indicated by the Nontana Health
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Systems Agency data for dialysis patients residing in this vicinity;

There was a 100 per cent response rate from this population.

These patients were trained at home trainiﬁg centers in oﬁher
states, then returned to Montana to continue home dialysis without
proximate support from the home training center. DPatients in this
area hare been home trained in Denver, Colorado; Seattle, Washingpon;
Spokane, Washington; and Palo Alto, Californie, and receive medical
emergency back~up support from St. Patrick's Hospital in Missoula.

“Another sample of 18 home dialysis patlents was contacted from
eastern Washlngton to represent those patients prox1mate to a
home training center, 81nce_there is a home training center in the
city which provides support an& baek—up to these home.dialysis patients.
The Washington sample of 18 home patients was also the total populatieﬁ
of home patients residing.within a 30 to 50 mile radius of the city.
These patients were selected and contacted By the training center
itself in order to maintain strict confidenfiality. There was a

’

33 per cent response rate from this population.

DATA COLLECTION METHODS

The instrument utilized in the collection of data was a checklist
of various problems which could possibly occur while the participant
is on home d1a1ys1s. The checklist included problems in tﬁese cate—
gories: Mechanical Problems; Medical Problems- and Other( Psycho—

social Problems), QAppendlx A).
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The specific variables selected for each category were a compila-
tion of problems iéentified in previous dialysis étudies particularly
those studies directly related to home dialysis. Various written |
materials ielated to dialysis treatment and management were .also
utilized in ordei to facilitate selection of a series of pertinent
problems.,

The respondents were asked to indicate which of these proflems
he/she had encountered, and then to rate them in importance based on
a five point scale, one being the least important, and:five being the
most important. The respondent was also questloned as to what resolu-
tions to these problems might have been béneficial to him/her, and
ﬁhat resolufions actually ﬁere utilized td-méet the demands of problgms'
encoun%ergd ét home.‘ | | '

A séparate form requesting demographic data (Appendix B ) was
also utilized, apd‘questions regarding place of home training,'length
" of time on home dialysis, tfaining time, dialysis partner, frequency
of dlalysis, distance from the traihing cénter! type of dialyéer,"
tyﬁé of blood access site, age, sex and occupatibn were_gdﬂressgda
Questiéns regarding pérceptions of the respondenﬁ concerning proximity
of care were inciuded.

Names of patients for the Missoula and surrounding area sample
were obtained from the nephfologist in Missogla,,gnd from the Five
Valleys Kidney Assopiation of Monﬁané. Each respondent was contacted

by phone in order to obtain verbal permission for an'in{erview, The
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checklist, questionnaire, consent form (Appendix C) and explanatory
- cover letter from the author (Appendix D), were then mailed to each
respondent one week prior to the scheduled interview to allow each
participant time to read and contemplate the materials.

Each prospective participant was guaranteed complete éonfiden-
tiality in ail aspects of the study. Inte;views took place with prior
verba1 agreemeﬁt from each prospective respondent; and approval of the
health service agency directly responsible for the care of each respon-
dent. Bach prospective respondent was also required to sigh a consent
form which.indicated voluntary participation in tﬁe study, énd provided
an 9xplanation of the confidentiality agreement,

In most cases, respondents, pértners, and in some instances,
other members of the family were seen in thelr own home environment.
The checklist and questionnaire were devised aé guldes for the inter;
view. They were implemented in the form of a guided qonvgrsation in
order to encourage free flowing and open coﬁmunicationyA-Intgrviews
"were cohduqted by the author during actuai dialysis in about half of
the cases, and each interview ranged in duration erm.hd minutes to
two hours. |

The Washington sample of respondents were questioned By mail,

The artificial kidney center associated with this saﬁple was unable
to provide the author with a list of the names of their home .
dialysig patients due to strict confidentiality requirements, However,

in order to facilitate obtaining the required and necessary information
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from the sample, the administrafive director of the traiﬁing center,
with the cooberation of the physician in charge of ‘the center, forwarded
a 1étter of endorsement and explanation of the study to each prospective
participant. HFach home patieﬁt reéeived the letter with .the revised
checklist enclosed (Appendix E ), the questionnaires, the author's
cover letter of explanation (Appendix F ), the consent form, and a
self-addressed stamped envelope directed to the author. Each respondent
was then asked t§ indicate consent and participation by ﬁoluntar&
completion of tﬁe enclosed mgterials, and response by mall to the
author. In this manner, the author did not see the names of any of

the respondents until the combleted forms were received, and only if’

respondents chose to reveal their identities.

DATA ANALYSIS

The literature was reviewed to determine categories of problems
'commonly occurring in home dialysis. A profile of common problems was
developed for the purpose of comparison within each sample and between
the populations. Data has been presénted in written, graphic and
table forms., Descriptive statistics, means and percentages.wgre

applied to the data.




CHAPTER 3

DISTANT HOME HEMODTALYSTIS PATIENTS:
DESCRIPTION AND FINDINGS

DISTANT HOME HEMODIALYSIS PATIENTS: DESCRIPTION

‘The selectgd population for interview consisted of 15 home ﬁemb—'
Qialysis patients who resided in the western Montana region. The
characteris£ics of the sample are listed in Table‘BL

The respondgnts ranged in age from 24 to 68,.With.a mean age of
51.8. A1l but two respondents were bétweeh 45 and 68 years of age,

"the youngest, 24 and 32 years of age. Twelve of the respondents were-
men, three Weré women., ‘

| The length of time on home hemodialysis varied from seven.months :
to ten years, with a mean length of iime on dialysis of three aqa one
half yeafs, No relationship was found between the length of time on
'_ home . dlalysis and the age of the partiéipants, None.of the parﬁici—'
".pants had ever been on in;center dialysis‘other tﬁan for home'traiping
:purpdseso | - -

The amount of aciual time per week spent on diglysis var&ed'fromj
six hours pef ﬁeek to 18 hours per week, with most of the respondents
in the 12‘£o-15 hour range. - The mean amount of time spent on dialysis
per week‘was-13,4 hauﬁé, which is averagé fof:maintegance hemodialysis. .
patignté. éeveral'of the.respondeﬁts statéd fhaf théy were quité_

flexible in the arrangement of those hours in terms of preferred and

" sultable days of the week., Those who were employed, or whose Spouses -




Table 3

Profile of Distant Patient Population

Ages Range = 24 - 68 years Amount of Dialysis
Mean = 51,8 years Time Per Week: Range = 6 ~ 18 hours
: Mean = 13.% hours
Sex: Female = 3 :
Male = 12 : Access Site: Fistula = 14
Cannula = 1
Place of ‘ ' ‘
Training: SHMC, Spokane =10 Original Site: Yes = 10
Seattle V,A. = 3 No= 5
University of . ’
Colorado, Denver = 1 : Length of Time
Stanford Univ. on Home Dialysis: Range = 7 mo. - 10 yrs,
Medical Center Mean = 3} years w
Palo Alto, CA = 1 ‘ o
Occupation: Retired =4
Distance to Home Range = 200-1200 mi, “Unemployed =14
Training Center: Mean = 415 mi. Full~time =1
: : ’ - Self-employed = 3
Dialysis Partner: Spouse =13 Homemaker =3
Mother = 1 . _
Daughter = 1 Membership in Local
Kidney Associations . Yes = 10
Iength of . . - No= 5
Training Time: Range = 4 wks.~3% mo, ( _ '
Mean = 2 mo. Adequate Support from
_ . o _ Home Training Center: Yes = 13 |
Supplies and Equipment: , ' " .  No= 2 |
Home Training Unit = 11 .
Supply Company = 4 Use of Patient ‘ ' S ‘
o Group for Support . Yes = 10 ' ‘
= 5

No

=t
i
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were employed were not ablé-to.be as flexible as the otheré, and had
established é_consistent routine. Most respondents dialyzéd’on ﬁeék;
'déys; only one used a combination including Saturday.

A_few of the respondents also said they had come to the decision
concerning dialysis hours themselves, by experimenting a mqnth gt a'
time with the number ofvdialysis runs per week, an& the amount of time
per dialysis, and thén cpmparing monfhly blood levels of urea nitrogen
'anq creatinine. In this way, the respondents efféctively adjusted :
their own times accordiné to their body's needs and réspoﬁses. Some

respondents stated that they actually needed 1es§ dialyses than ‘init,i—
' ally ordered by their ph&sicians. Experimentation with‘the dialysis
schedule iﬁdicated a definite pursuit of a treatment regime based on
independently acquired information, and in some cases was.negatively
regarded by the medical staff. Knowledge of the disease process and
'thé dialysis treatment'appeareq to be of great impértance.fo‘most,of’
the respondents and provides the basis for éne important coping stfat—
.egy: making one's own decisiqns about timing of dialys;s. "A strong
désire tb:function'independently in terms of dialysis treatment, and
total 1ife situation were also noticeabig charactgristiés of this
grouﬁ. | | | »

One respondent was employed full-time, énd has been on‘dialysisl
for the longest period Of time (10 years). Two respondents wefe
farmers and maintained a somewhat flexible part-time self-employment

' éompromisg at home, The rest of the male respondents were divided, o
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evenly between retirement (4), and unemployment (4), and the three
female respondents were all homemakers, and had not been employed out-
side the home in recent years. Of the.retired, unemployed and female
respondents, seven of the spouses were employed full time, and among
these were spouses who had to work to maintain financial needs (4),
and spouses who wished to work (3). |

For the furpose of this stﬁdy,’those respopdents considered gain-
fully employed were‘the individuals mainfaiﬁing full—time employment,
self-employment, and homemakers., Those respondents considered uhem—
ployed were retirees, and &ounger individuals who were unemployed.
Based on this categorization, the unemployment precentage was 53 per
cent. This appeared quite high in comparison with the group studied
by Wick and Rye (1977) in which the unemployment rate was only 16 per
.ICent for the total sample. Although somewhat high, the age distribu-
tion of respondents (mean age 51.8 years), and the fact‘that retirees
were counted in the unemployment statistics, must be considered. If.
the retirees were excluded from the unemployed category, the :igure
wollld decrease to 26 per cent. Two of the younger respondents were
either employed . or seeking employment.

Seven of the respondents indicated Missoula as their pommunity
of residence, and the other eight resjondents lived in smalllrgral
communities from 11 to 120 miles outside~Missoulaw Respondents had
used four places for home dialysis training. One kidney cen£er in

Washington was the most frequently cited center, cited by ten of the:
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fifteen respondents. Anothér kidney cénte; iﬁ Washington was the
second most frequently utilized center and two more dié%ént kidnej
. centers which were in Colorado and California were eéch used by one
person., None of the respondents had been trained within the state of h
Montana, although at the present time there are small home dialysis
t&éining units in Billings, Helena and Great Falisu However, all
£hree of these units are relatively new and héve only been operational
as training centers for the past two or three years.

The distances in miles from the respondents' community of resi-
dence and‘the home dialysis training center varled from 200 miles of
one—way'travelled mileage, to‘lzod miles. The mean.mileage traveiléd
from place of residence to the home dialysis training center was bis
miles. This appearea to be an exceptionally large figure. None of the
literature cited.previouély in this study made,ciear reference to the
actual distaﬁces between patient residence and the home training
center. However, Wick anleye (1977) did state that home visits were
not feasible in terms of time and cost, if 16ng distances (unspecified) ‘
were involved. Consequently, it is difficult to evaluate what would -
be considgred "average" distance from patient residence to trainiﬁg
~center. | | |

Closely related to the actual distance}in miles to the training
center was thé respondeﬁt's perception of the distance as "close'" or
"far awéy" from their residence in terms of'accessibilityﬁ Table 4 \

presents the distribution of these responses in conjunction with the




Table 4

Comparison of Actual Distance to HDTC, and
Perception of Distance by Respondent

Numerical Designation for Each Respondent
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actual one way Qistances.each respondent must travel to reach tﬁé home _
training center. Nineléf the respondents regarded accessibility as
close, or cénvenient for .them since the center could be reached in a
half-day to one-day drive, or in two to three hours by air. The other
six respondents fegarded the distances as far away, but not ﬁecessarily
inconvenient.for'them‘in terms access;bility. Those who felt that the
- training center was far away also stated that the most difficulty
with travel ﬁas in the winter, and although some felt it was a
"hassle" to get there, their particular training cen{er was the best
available to them at the time'they needed it. Some of the respondents
. who reside outside Missoula also stated that the distance to the Wash-
ington training center was no more difficult than travel from their
home to Missoﬁla for treatment. |

All but one resﬁondent indicated the spouse as the home tréining,
pértner@ The -one exception was unmarried, and had -his mother as his
home dialysis partner. However, siﬁce hemodialysié tiaining, two |
resbondents'have changed their dialysis.partngrs. One résPondent éﬁd'
spouse were separated, and dialysis has continued without assistanééu )
Another respondent trained one of his daughters to assist him with
home diélysis'treatment since his spouse returned to full time employ-
ment, and her work hours did not effectively coincide with his dialysis
houés. Ali the respondents indicated satisfactién witﬁ.theif current
home 'dialysis partners, but mentioned that éccasional relief for thé-:

'partner-from dialysis duties would be particularly beneficiai.

i
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The length of training times at the home dialysis training center
were recounted ranging from three and one-~half months to four weeks,
with thé mean amount of training time as two months.

Thé machineé used for home dialysis training were the Drake-
Willock negatlve pressure hemodialysis machines. This type of machine
was consistently used in all the varlous training centers in the study,
as well as many of the training centers cited in the literature. One
respondent was trained on a'Redy hemodialysis machine. The Redy
machine is a smaller and more portable machine which has an internal
water filtering mechanism, allowing the system to be conneéted directly
to tap water, rather than to special de-lonized water systems. The
Redy machine was used for training the reSpondent at Stanford’Univer—
sity Medical Centér, on an experimental basis, and the participant
stated she liked it very much and wished to lease it for home use
following tfainiﬁg. Another respondent in the Missoula area has since
switched from the Drake-Willock machine to the Redy machine after four
to five years. He took a full six week course in the Redy machine
mechanics directly from the Redy Company in_ordér to effectively
opérafe and maintain the equipment since any repairs had to be done by'
-a company representative from Oklahoma City, Oklahoma. Both respond-
ents felt that the machine allowed for greater travel mobility and.
required less storage space. |

Five of the respondents indicated that their dialysis machines

were pald for. After 30 months of leésiﬁg the machine from the home
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training center, theé machine is pald for, or the machine may be pur-
chased outright. Subsequently the machine is taken in to the training
center for an operational re-check and "tune-up" every one to two
- years. If there are or have been any real mechanical problems, the

respondent may trade the machine in for a newer or more.adeqﬁately

functional model at no extra charge. If the machine was not function- -

ing properly at the initial installation, it was immediately replaced
By the training center. -

' Ten of the respondents were accompanied home by a nurse or tech-

nician from the training center for the first home dialysis and initial

connection and operationalization of the dialysis equipment in the.
home. The other five respondents had'no‘nurse or technicilan present
for this purpose, and all but one respondent in this group felt the
neéd for assistance. The respondent who did not indicate a ﬁeed had
taken his camper-traller to his.t¥§ining‘center‘prior t0 training
since it was tp be used as his home dialysis facility. He connected
tﬁe machinery in his trailer at the training center, had one dialysis
fun there under technical supervision, and”then transported the coﬁ-
nected machinery back to his home. Supplies and equiphent wére N
obtained by the respondents directly from the home fraininé éenter or
érdéred from a dialyéis supply company;

A1l but one of the respondents had a fistula of some tyﬁe és the
blood access site for hemodialysis. Eleven resﬁondents had'arteriof

venous fistulas in one or both arms; two respondents had saphenbus
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vein graft fistulés; and one respondent had a bpﬁihe graft fistula.
The respondent‘who did not have a fistula, had an external shunt/
cannulé access site in his afm which did not requife needle insertion
for dialysis, but instead was connected directly to the blood tubing
and dialysis machine. The other access sites all required direct
needle insertion in order to connect the patient~to the dialysis
machine. The needle insertion procedure varied aﬁong the respondénts
as to the use of one or two needles for dialysis. Those respondents
receﬁtly trained at Sacred Heart Medical Center in Spokane exclusively
u£ilized the éingle needle connection equipment, although one respond-
ent trained in Spokane several yearé ago utllized the double needle
technique. The other respondents also used the double needle techﬁique.
The single needle procedure requires an adapter for the blood pumping |
apparatus on the machine, so that blood being removed from the body
for dialysis will not be combined with blood returning to the body
from dialysis. Those respondents who utilized the single needle inser-
+tion technigue disliked the use of double needles when dialysié occurred
in a center. The local hospital which provides hemodialysis in emer-
gency situations for the home dialysié patlients, did not have the
proper equipment for the single needle utilization procedure, and most
of the single needlg respondents expresséd concern and reluctance to

utilize the facility for this reason.,

Five of the participants'did not have thelr original fistula at

the present time. Ten of the respondents not only had their original
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" fistula, but have had no infections, clots or other problems with the
access site., The other five respondents have had revisions of the
~original site due primarily to clotting or poor blood supply for dial—
ysis purposes. Infection was not a major reason for the loss of any
of these sites. |

Only two respondents indicated that they felt a lack of support
from the home training center. Both‘respondents stated that their
- calls were not answered promptly enough by the center staff when a
question_would arise at home regarding the dialysis run., All of the
other respondents believed thelr home training center gave them ade-
quate support, particularly in terms of the initial assistance provided
by the center for the first treatment at home. Most respondents |
believed that center staff were supportive, but would prefer some
form. of ancillary support more proximate to their homes..

Ten of the respondents were actively functioning members of a
kidney association in Montana, a local support group organlzed for
renal patients, their families, interested friends, and medical per-
sonnel, The organization functions were described as a group effort
to-relieve some of the isolation factors renal patients.in'the Western
part of Montana experienced due to distance from their home training
center, and the lack of home dialysis support facilities in the area.
This group, which had approximately 60 members at the time.of the
study, kept in touqh'not only with each other, but with recent advan-

ces and developments in renal disease by utilizing guest speakers and
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professionals in their monthly meetings. In addition to the monthly
informative meeting, the group met on a regular basis for various
social activities, Of the ten active participants in the association,
ali of them stated that théy utilized the clﬁb for sup@ort, and that -
this support was of great value to them physically, in assisting with
dialysis problems, and psychologlcally in'terms of the sharing ofl
~ experiences, feelings and activities.

All home dialysis patients in the western region of the state
were contacted by this group.. 0f the five responden{s who did not
belong to the kidney association, two of them expressed great dissatis~
faction with thelr home training center and ipdicated a feeling of
isolation and aloneness in their situations. The other three respond-
ents felt no real need for membership and no time to atténd the various
functions of the group. One respondent had recently moved into the‘
area, and had not been céntacted by the organization, Patients from
other areas of the state vho learned of the existence of the group,
or were referred to it, when they began dialysis were also offerred '
this.sﬁppért. The choiée of joining the support group is the decision.
of each iﬁdividual.. The group is also endorsed by the area nephrolo-
gist and medical community. |

All but one respondent answered that they preferred home aialysis
.to in-center dialysis primarily because it increased flexibility of |
scheduling and increased independence in 1ife style. The one re5pondéht

who did not prefer home dialyéis considered the treatment to be too
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much of a burden upon the spouse.

SUMMARY

The major differences apparent in the investigatién'of this
sample in comparison to some of thé other home dialysis populations
cited in the literature were related to psycho-social functions and
were not related to the actual mechanical/physical aspects of home
dialysis. The distances indicated between residence and the home
training center were substantial, and the methods of coping with
these distances involved‘a great deal of innovative and indépendent
acfivity.' Tﬁe p;éSenpe of the patient organization within the viéinity‘
served to providé'ne;eséary support.and assistance in the effective
management of the home dialysis situation for the majority of this
sample. This indigenous support network has provided a érea@ deai of
needed assistance in the absence of a proximate training,centér.

Ano£her characteristic of importance related to this sample
involved the respﬁndents' percepﬁién of distance. Most respondents
indicated that distances of 200 or more mlles were considered "close",
while a 900 mile distance was conveﬁient for one respondent. Dlstance
perceptions may 3e related to the rural orlentation of the sample, and
the fact that in a large state such as Monténa, substantial distances
are usually involved in most travel sifuations. The perceptions.may
not.be unique to kidney patients however; further investigation

regarding attitudes toward distance and travel to health care would
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be of interest in relation to both healthy and chronically disabled

persons.,

FINDINGS: RESPONSES TO IDENTIFIED STRESSORS

Interviews were conducted with 15 hemodialysis patients who live
more than 200 miles frqm a center. A checklist of 24 identified
‘stressors was sent to each home priér to a formal interview. IStreséors
were arranged as a problem checklist and inciuded problems likely to
be ‘encountered by home hemodialysis patients. The list of stressors
was developea from review of the literature and a series of interviews
held over a peribd of months witﬁ,one inforﬁant, a home hemodialysis
patient.

'The author expected that the Montana sample would indicate and
identify more dialysis related difficulties and problems due to their
distance froﬁ the home tralning center, and théir cohseguen£ lack of
immediate support from that center. This group of patients was expected
not only to describe greater anxiety related t§ the mechanical/techhical
aspects of dialysis thaﬁ the group iocated within préximity to the_A
tra;ning ﬁnit, but was also expected to demonstrate less effectlve
adaptatioqal and coping strategies. Féelings of isolation and relgted
anxiéty were also expected to be above average. The author strongly
suspecied:thaf'ﬁrbén area residents (the proximate sample) wouid be
more highiy integrated and bétter adapted to home dialysis due to the

éccessibility of immediate support and assistance from the home
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' training center, Based on these expectations, the author also believed
~ that a home training center located in the Missoula area would serve
to substantially alleviate many of the difficulties experienced by

the Montana sample.

IDENTIFIED STRESSORS

Each respondent wgs'interviewed concerning the dialysis problem

. checklist. Discussion and identification of major, as well as minor

problem areas occurred. The identified stressors were divided into

three major sections; Medical Problemé} Mechanical Problems; and

Psycho-Social (Other) Problems. Probleﬁ fatings were caﬁegorizéd'

in two basic groups according to numerical designation. For the pur-

pose of this study, those problem ratings within the range of three

' to'five wereﬂco;sidere& "nigh" problem areas, and those ratings exist-

ing in the zero to;twb réngg ﬁefé considered to be "low" problem areas.
The most frequently identified problems according to the respond-

'énts were: machine malfunctions; needle inéertion difficulties; low

- blood pressure on.the machine; headaches, cramping, nauséa and vomit-

ing during the run; high blood pressuie off the machine; diet; depend-

ency on partner; finances; sleep disturbances; sexual difficulties;

depression; fear and anxiety; disruption of family during home t;ainihg;

and mobility and récreation. These problems were‘éonsidered most

‘serious during the initial three to six mbnths on home dialysis, bﬁt,

" in some cases were still in existence.
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Figure'l illustrates the list of problems presented in descending
order of composite group rating scores. The composite scores were
compiled by determining the sum of the points alloted to each\probiem
by each respondent; The profile shows that a greater number of psych-
social and mediéal stressors were identified by the distant group as

high problem areas. Mechanical difficulties were rated by the respond

ents as less serious and more easily manageable than the other identi-
fied problems. This finding'is not consistent with the initial expec~-
tations of the author concerning problem identificafion'outcoﬁes.

Mechanical difficulties were expected to receive higher rating scores

than many of the other problems due to their technical nature and the

distance between patient and training center. BEven though machine mal
functions received a high composite score, resolution of thes malfunc-

tions was not totally related to assistance from the training center.

MEDICAL PROBLEMS

Those stressors categorized as medical problems are actual physical
problems encountered by most dialysis patients related'not onlj to the
dialysis treatment, but a1s§ to the end stagevrenal disease condition.

Tabie 5 presents the problem ratings computed for the category
of Medical ?rotﬂems, and indicates the disfribution of responses per
rating designation of zerp‘through five for each medical problem

1isted on the checklist.,
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Figure 1
Identified Stressor Profile in Descending Order

of Composite Scores (Range = 0-75),
Distant Sample
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Table 5

Number of Responses Per Rating Designation -

Medical Problems

%#3-5 = High; 0-2 = Low

Medical Rating Composite Mean

Problems Designations¥ Group Score Score.

| b 3 2 1 0 "
Needle : _' y
Tnsertion 3 0 & 3 -1 ¥ 2,87
Headaches, '
Cramping, Etce i 5 2 4 0 u 2.80
Low Blood

Pressure While 1 1 5 &4 1 36 2,40
on Machine :
High-Blood

Pressure 2 1 3 3 3 35 2.33
Heart .

Irregularities 2 1 0 3 7 2k 1.60
Access R :
Probleris 6 1 3 3 7 17 1.3
Alr .

Emboli o 0o 0 6 9 6 0.40 .
N =15

Overall Rating Total = Sum ofs Each Rating Designation

X
Number of Responses Per Designation
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Needle Insertion

Needle insertion difficulty was identified as the most serious
problem with a composite score of 43, The mean rating score was 2.87.
Responﬁents had a variety of reasons for iaping needle insertion high.
One respondent stated that he was not trained adequately‘by the train-
ing center in-the actual performance of the procedure before being
allowed to go home and utilize it on his own. Other respondents
stated that-either the.fistula'itself was not &eveloped’endﬁgh for
use ihiﬁially, or that ner%ousness and anxiety contributéd to diffi-
culty in thié pro§edure. All the regpondenté were required to do
repeated punctures at home ‘until the blood flowed properly. The‘
repeated punctures which were required as "practice" in order to learn
the procedure were described by respdndents as unpleasant experiences.
Large hematomas, a result ofﬂpoor punctures, were quite common and
sometimes required medical care. Two participants returned to the
training center for fﬁrther assistance and/or revision of the access
éite.

Many of the spouses who actually performed the needle insertion
- were very fearful initially of the procedure and were particularly
concerned that they wouid cause pain to their partners. Of the five
respondents who ;outinely did their own punctures, three also fated
needlé insertion as a seribus initial difficulty.

The respgndents who rated needle insertion as low, were eithef

quite comfortable with the procedure prior to coming home on dialysis,
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or found that the few difficulties they did experience at home doing
repea£ed punctures were easily resolved with patience and practicea 

Nine of the respondents discussed the difficulty with in-center
'dialyéis in relation to the needle insertion procedureé, stating that
they did not like to be run on double needles if they used single
needles at home, and vice versa. Respondents also stated that héspital
personnel had caused problems for them, suéh as largé hematomas, clots;
and completely @unctured fistulas when attempting td insert needles,
Hospital personnel often did not al}ow the respondent to do his own
needle insertion. The attitude of the respondents toward needle
insertion techniques and procedures used during in-cenﬁer diélyéis was

quife negative because of lack of individualized treatment.

Headaches, Cramping, Nausea and Vomiting During the Run

The second most highly rated medical difficulty was the oécurrence
of headaches, cramping, mausea and vomiting during the dialyéis Trun.
"This was given a composite score of 42, with a mean score of 2.80. )
Nine respondents rated this problem as highs |

The above symptoms are closely related physiologically to a drob '
in blood pressure duiing dialysis. The occurrence of low blood pres-
.sﬁre in an individﬁal during dialysié treatment;‘and ocdaéibnal per~J

sistence of this coﬁditipn for a few to several hours’ post dlalysis,

. was given a compdsite score of 35 with a mean score of Zafl' Low blood -

pressure is closely related to the amount of fluld the respondent was
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attempting té remove from his/her body, and thus; the amount ;f.pres-
sure which must be exe;ted on the drtificial kidney in order to'accom—
piish this task; With increa;ed fluid"weighﬁ gain between dialysis
runs, increased amounts of negative or positivé.pressure havé to be
used in order to remove the fluid’weigh£ gain. ‘Usually a significant
increQSe in machine pressure is éccoﬁpanied by a decrease in blood
pressure. Symptoms occur as a result.

Two of the respondents stated that their low blood pressure.was
a direct result of dialysis itself and had no real basis as far as
increased machine pressure waé‘concérned, since they utilized no nega~
tive pressure while on the_machine. They stated that they Werq
_"totally wiped out"™ after each dialysis run.

Three of the respondents who rated low blood pressure as a severe
problem did state that it occurred when they "ran themselves too hard"
in an attempt to take off excess fluid or when they unintentionally
took off too much fluid. Infusion of saline directly into the blood
lines connected to the patient, or an‘oraivintake of sodium chloride
(salted crackeré),.were tﬁe fwo primary treatment methods for this
condition. |

Most of the réspondents believed that the cramping and‘other
physical symptoms were a direct result of low blood pressure while on
the machine. However; fouf of the respondents stated that they had a

significant amount of cramping without the presence of low blood
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. pressure. Quiﬁine tableis, tylenol‘and/or massage of the affedted
area were mentioned as the primary methods of treatment for cramping.

Headaches, nausea and vomiting'ﬁere indicated by all the respond- :
ents as symptoms of 1qw blood pressure. 'If these symptoms were present
the low blood préssure was treated accordingly.

The :émaining resP6ndents who rated these medical conditions as
low, stated that symptoms occurred more frequently dﬁring in-center
dialysis.dué td the unwillingness of‘hospital staff to individﬁalize
diaiysis treatmen£s according to the needs 6f the dialysis‘patiént.

The in-center staff was described as maintaining étrict adherepce to
unit routines rafher than attempting to provide dialysis treatment to
accommodate gach,patient.' Those respondents who rated 1ow‘b106d pres-
sure as serious for them at home also bglieved‘that‘the condition was
aggravated in the hospital setting, and thaf frequently hospital pér-'
sonnel "refuéed to listen to them" and to what constitﬁted normal for

them.

High Blood Pressure

High Dblood pfessure was rated as a composite 33. The mean score
was 2.33, with six of tﬁe respondents rating it as high. Four 'of these
resfondents stated that their blood pressure was extrémeiy'high prior
to the initiatibn of dialysis treatment and had occurred in conjunction
with their'renal’disease. It was now regulated by Aialysis,'but had

been difficult to control during the initial months of dialysis. Two
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respondents expressed concern that their blood pressure was very high
prior to the onset of dialysis treatments ‘and remaine&'high'between
treatments. These respondents were intermittently treated with anti-
hypertensive medications.

Of the remaining nine respondents who rated high blood pressure
as a problem of low importance, six stated that high E&ooaépressure
was a serious pfoblem prior to beginning dialysis, but was .not yet
very well controlled. Oniy one respondent stated that'hiéh.fﬂoad

pressure had never been a problem,

Other Medical Problems

The last three medical problems listed included heart irregular-
1ties, access site difficulties, and air emboli. Heart irregularities,
given a composite score of 24, and a mean of 1.60, was rated high
by five respondents. Two respondents stated that they had recur~
rent chest pain and heart arrythmias if their blood pressure became
toé low while they were on the machine. They also stated that ectopic
beats occur occasionally when they are off the-dialysis machine, but
" not to the same degree as during a dialysis run. One respondent stated
that this was a severe and frightening problem for him due to his
distance (80 miles) from a city, and his lack of access to any
medical care within 30 miles. He stated that he was threatened enough
by theée episodes that he would consider moving to the city in the
future. The other respondent who rated this problem as high felt

that irregularities were annoying, but not threatening. One respondent
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stated that he'had a myocardial infarction last yeai, and was véry
carefﬁl regarding his heart. He indicated that he was more concerned
about episodes of chest pain, than the occurrence of intermittent
cardiac'arrythmias.-

Treatment of heart irregularities included saliﬁe infusion to
raise the blood pressure; experimentation with various types of arti-
fiéial kidneys to determine if one type caused less cardiac irritability
than others; and premature termination of the dialysis Tun to b;ing'
about cessation of the symptoms.

Diffiqulty with the access site ranked low by most respondents.
The composite score was. 17; the mean 1.13. Only two persons gave it
a high rating; both of ihese respondents had initially beéun hemodial-
ysis with external cannulas, and had great difficulty with repeated
cannula infections and clotting. After several months, both received
fistulas and had no furthér problems. Four fespondents who rated
access difficulties low stated that they had either had revisions of,
“the initial access site, or a new one.surgically piacéd due to poor
blood flow thréugh the old fistula. Some of the respondents had their
original fistula declotted without revision or surgiéal replacement.,-
Of the remaining eight respondents who rated tﬁis problem as low, none
had any difficulty with'thg access site. One respondent had a permanent
external cannula, and had no diffiéulty with this access site. Fistula
infections occurring at home were virtually non-existent for ali.

respondents, but hospital borne infections were mentioned as a common
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occurrence during dialysis training or in-center dialysis.

Air Emboli
The problem of air emboli had a very low composite score of 6.
The problem was almost non-existent due to the intense and careful

surveillance of the machine and blood lines .during the run, by either

thé respondent or partner. Air emboli are more likely to occur during‘

removal of the patient from the dialysis ﬁachine, when air preséure
instead of a saline flush is used.to push the blood from the dialysis
'1ihes.into the patient. Sometimes this may happen too quickly, and
the recipient ieéeives a bolus of air. Prevention is accomplished
through ver& careful monitoring of thg refurning blood as well as
"double clamping" or extra clamping of the blood lines leading back to
the patient. -Noﬁe_of the reépondents interviewed used this air pres;
sure technique as a routine measure, althoﬁgh it is quite coﬁmonly

used in many dialysis centers. o |

Thé six re5pbpdents who indicated air emboli as a hinpr problem:
expressed concern that it could be a potential hazard if an unforseen
and unobserved lead occurred in any part of the dialysis system. One
respondent mentioned that this situa%ion had almost-occurred at home,
~ but thét he had been able to prevent any air from en£ering his system.
He stated that it haa been a very frighteniﬁg experience.,

Additioﬁal mediéal problems identified by the-résPondents inﬁluded

increased bleeding after'dialysis (rated low by one respondent) ;
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neuropathy, or progressive nerve degeneration and loss qf sensatlon
in the extremities due.to fhe continuous pfesence of toxins circulating
in the bloodstream (rated as high by one. respondent and low by another);
itching (rated as high by three respondents); and clotting problems |
ﬁith the artificial kidney céusing fiber rupture in the kidney (rated
as high by one respondent).

Most of these probiems were treated médically by the respondent
an@ his/her local physician or training center physician. Increased
dialyéis time sometimes aids in resolving neuropathy and itching,
whereas increased bleeding or clottiné is treafea with variation in
sodium héparin dosage dpring dialysis. Respondents stated that they
workéd~cooperati§ely wiih the ph&sician on some of these problems,

_and were satisfied with this solution,

Summary

Needle insertion, Symptoﬁs caused by low blood pressure during

- the dialysis rud, and high ﬁlood pressure Were the signifiéant medical
problems identified and discussed by this sample. Other important
concerns which ﬁere emphasized by the respondents included lack of-
‘individualized éare pro?ided in the hospital or in-center diélysis,

and general mistrust of:some hospital proceduies. Many of the respond-
ents stated that they were not given thelppportunity to participate

in their care when présént in the hospital or-in—cenfer setting . .

and maintained that the attitude demonstrated by the health care staff
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was not only an affront to their ability to function independently
in the home, but could also promote the occurrence of medically
hazardous situations.

It was appérent that these respondents wished to maintain know-
ledge and independence related to their medical care, and £o contiﬁue
to function independently in the management of many of their identified

medical problems,

MECHANTCAL PROBLEMS

Mechanical Problems are those difficulties directly related to the
functioning of the dialysis machine, artificial kidney and ancillary
supplies required for effective operation of the dialysis equipmept.

Table 6 presents the individual problems ratings and the composite
‘scoxres for.each problem listed under the category of Mechanical Prob-

lems. It represents the distribution 6f responses of each respondent.

Machine‘Malfunctions

Machihe malfunctions weie given a composite score'of 37 with a
mean of 2,50, Machine malfunctions were considefed a serlous problem.
by most respondents. Difficulty with the machine was attributed to
inadequate‘ﬁraining; being isolated withoqt anybne‘nearby who could
assist with mechanical difficulties (as wés.the first home hemodialysis
.patient in the area) and a machine which did not opérate well initially.,
Home hemodiélysis patients who were not accompaniéd home by a kidney

~team member to set up and assist with the initial run had more
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Table 6

Number of Responses Per Rating Designation -

Mechanical Problems

¥3-5 = High; 0-2 = Low

Mechanical - Rating Composite Mean
Problems Designations* Group Score  Score
Lb 3 2 1 0

" Machine.
Malfunctions 5 0 7 0 37 2'&6
Artificial . ) ‘
Kidney i 2 1 7 3 24 1.60
Malfunction :
Supply and . '
Equipment 0o o0 0 11 =2 21 1.40
Problems
Faulty '
Equipment 0 2 4 6 3 | 20 1.33
bower o 0 2 8 5 12 0.80
Failure , ' '
N =15

Overall Rating Total = Sum Total of: Each Rating Designation

X
Number of Responses Per Designation
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difficulty thénAthose who received such.as'sistance° Some patients
continued to expérienéé difficulty with operation of the kidne&
nachine after the technician had gone home. |

Mechanical malfunctions were serious for those who experieﬁced
£hem. Three respoﬁdents had to either call a mecﬁanic ffbm the com-
" pany to céme to thelr homes to repair a non-functioning machine part,'
or order .a new plece of equipment directly from the company.

Communication‘problems were identified by several :espondents as -
a factor in'continuing difficulty with their machines. (Calls for
assistance werefﬁot answered répidlyg .Ong patient with a 1@nguagé
ﬁroblém was unable té‘obfain éséisiance in communication with-the
unit., Difficulties with malfunctioning and communication were alle-
viated when oﬁher patients in the area began to help each other.

Initially, one respondent had been on home peritoneal dialysié,
but stétéd.thaf if-was very'unsuccessfullnot_only in tgpms of‘actgal -
-Aialysié effectiveness, but also in terms of:mechanical difficulties.
After several months he began home hemodialysis training and did well.
_He mentioned that fhe hemodialysis machine had an average number of
malfunctions and that he had no difficulty contacting the trainiﬁg
. unit concerning tﬁese‘problems. |

The résPOﬁdents who rated the'problem as low stated that fﬂey
either had very few actual problems with the dialysis machiﬁe, or that
they called another pétient in £he area 1f assistance was needed. .

The machine was electronically and mechanically simple for several
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respondents to operate and ﬁaintaiﬁ due to their own technical apti-
tude and expertise. One respondent sfated that he had farm machinery
much more difficult ﬁo operate than the dialysis machine.

Thé pattern of assistance among patients appeared to provide a
very effective means of dealing with many of the problems related to
machine malfunction. The presence and active support of other patients

seemed to facilitate the use of successful coping strategies.

Artificial Kidney Malfunctions

The artificial kidney is a separate appaiatus which is connected
to the kidney machine and to the patient's bloodlines. This piece of
equipment is composéd of ‘a filtering membrane across which the éctual
exchange of waste products and toxins from the patient's bloodstream
occups.-hIt consists of connection segments which attach to the dial-
'ysis machine, and connection segments which attach to and from the
pafient. The artificial kidney can be cleaﬁed, re-sterilized and
re-used up téuthree additional times, although all artificialhkidney
manufacturers recommend use for only one dialysis run. It is belie&ed
that with repeated usage, the kidney becomes less effective as a
filtering mechanism.

Artificial kidney malfunctions, or defects within the artificial
kidney causing leaks or faulty connections, was given a,coﬁposite»
score of'24 by the respondents. The mean score was 160, Four respond-

ents rated artificial kidney malfunctions as high. The problems
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identified were blood leakage with one particular type of kidney, and |
: sevgral defective artificial kidneys which arrived in one boxload.
Several respondents ha@ used a type of ki&ney no longer in use today
when they first began home dialysis, and stated that they had experienced
continuous blood leakage problems. Leakage was usually due to poorly
fitting connection ségments. Respondents stated fhat they would try
to return Blood‘to themselves if possible, and restart dialysis if the
leaking occurred early enoggh in the dialysis run. If not, they would
terminate the dialysis run until thé next day. Frequent occurrence of
.1eaks caused inconsistent and poor dialysis, and increased blood loss.
Artificial kidneys have been improved so that equipment is safer and
‘leakage seldom is a problem,

Anqther respondent who rated the problem as high said that they
had received several defective artificial kidneys in one boxload.
Artificial kidneys are usually supplied in boxes of 10 to 20 kidneys.
Most home patiénts order several boxes of the kidneys af one time,
depending on how frequently they dialyze and how often they order
supplies. Arrival of an entire box of kidneys which were defective
haa occurred only one time.

Other respondents who rated artificial kidney malfunctions as low
stated fhat they had occaéionally experienceq problems with leaks, but
had usually discovered them very early in thé diaiysis run. One re-

spondent stated that he preferred certain brands of artificial kidneys
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to others due to a high percentage of leaks he has discovered in
specific types of kidneys. A The majority found that the problem was

manageable and infrequent in occurrence.

,Faulty'Ancillary Eguipment

The problem of faulty ancillafy equipmeﬁt was rated low with a
'domposite score of.ZO, and a mean of 1,30. Ancillary equipmént:such as
intravenous tubing sets, needles and sy;inges} alcohol preptic pads,

; and liter bottles of normal saline‘fér infusion were‘included iﬁ.this
category. . Two respondents rated this diffiéulty as high, stating that
they had intepmittently received poorly functioning equipment.. Blood-
tubing ﬁith poorly fitted connections for‘the machine, and TI.V. £ubing
sets (one set had several small holes in the line) were the.specific‘
articles of faulty equipment in both cases and pfecipitated annoyance
father than any medcial complications,.

Thé reméining twelve respondents rated faulty ancillary equipment
as low énd'also stated that the problem was of infrgquent and inter-
mittenf occurieﬁce.v Some stated that they had réceived.dull access
-neédlés.‘ If the respondents discovered that there were any particular
types of equipment at fault, they did not hesitate to try a different
brand and to notify the company concerning-the precise nature of'the

difficulty.
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Bquipment Delivery Problems

Supply and equipment delivery problems receivgd a composite sﬁore
~.of 21, and a mean score of 140, The two respondents who rated this
‘difficulty as high stated that there were problems in receiving their
dialysis ‘supplies. Both indicated some insecurity in the fact there
was a nationwide fuel shortage, and a resultant trucking strike. They
feared that these circumstances might jeopardize their reception of
‘supplies and equipment since they ordered supplies every two months.
The respondénts also stated that their supply.of normal §aiine-infusidn
had frozen en route to Missoula thig past winter. (Saline freezés at
temperatures of 25°F or less.) The freeze produced some difficulty
since they weré then required to purchése saline from a local distri—l
buting source and pay Qubstantially more money for the product. These
_respondénts live 40 miles from Missoula, and éﬁated that they would
attempt tb borrow supplies from some of fhe Missoula patients if
necessary. Théy cbuld élso have the needed supplies éhipﬁed by.air
freight instead of carrier. | o
The‘thirtéen respondents who rated supﬁly and equipment problems
as low stated—that they were quite saﬂiéfied with the current delivery
status. Two of the group also mentioned frozen saline and said they
attempted to avoid this problem by ordering saline‘only onée or twice
a year in large quantities.
It ié interesting to note that most respondents ordered sﬁppliés

. and equipment on a six month basis rather than more frequently. Those
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respondents who do order supplies and equipment more frequently may
be utilizing a short term coping mechanism in an attempt to avoid a
long term commitment to dialysis tréatment. Denial of the need for
iong term dialysis could be a way oflcoping with kidney disease.
Other factors must also be considered such as economic'necessity.
Borrowing needed supplies, equipment and machine parts from each other
was a frequently utilized option, and again exhibited the pattern of
support among the patients.

All supplies and equipment are routinely shipped from the trainiﬁg
center or company by common carrier, unless an emergency situation
develops. Alr freight is then the designated mode of trén5portationc
Four of the respondents were required tolpick up their supplies at the
carrier warehouse but the rest of the respondents had them delivered
- directly to their homes by the trucking carrier. None of the’respon—

" dents voiced dissatisfaction with this particular arrangement, although
those respondents who routinely received their supplies at the ware-

_houses stated that extra time and assistance were required.

Power Failure

Electrical power failure, and subsequent difficulty with dlalysis
received a composife score ofllz, with a mean of 0.80, a very ldw score.
A1l respondents rated the problemllow. None believed that it was or
could be a serious situation. Many stated that the powerfcompany had

their names and telephbne numbers and would notify them if there were
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to be anticipated power shut;ddwn, Five respondents stated that
they had actually been contacted by the power company under su;h cir-.
cumstances, and thef were then able to adjust their dialysis schedules
accordingly.

Three respondents stated that they had experienced uhanticifated
power outages due to storm actiﬁity or adcideﬁtal disrupéibn of the
necessary.power'supply. Théy had hand pumped their Blood from.the
maéhine into their systems without any-diffiéulty. Hand pumping thel
blood in o;der to remove the patient from the dialysis machine'pbsed
no farticular difficulty t6 thoée respondents who ﬁad access to
assistance from the dialysis partnér at the time the outage‘océurred.
However if the broblem occurred when the‘respondents were\alone} or.tol
a resﬁondent who rogtinely diaiyzed alone, 1t would be a procedure
which would requife skilllful coordination.

o Many‘of the respondents had well-water in their homes and required _
electricity in order to obtain a water supply. If the water supply is
coﬁprémised, the dialysis run must be términated due to inability 6f
the‘machineryﬂto func£ion in dialysiso. ., |

Most of the respondents believed that they were well trained for

.this possibility, and had responded well in simulated circumstances

-,duriﬁg training.

No other mechanical difficulties were identified by the reépondentsm
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Summary

Machine malfunction and related technical difficulties were
anticipated by the author to be very serious problgms for respondents
isolated from the home training center. However, even though machine
malfunction was ranked as a significant difficulty, most oi thé prob-
lems and related stresses were resolved effectively by resPondenfs.

There éppeared to be a definite pattern of mutual fé5pondent
reliance. Respondents had developed a ﬁetwork of‘assistancé and
suﬁport among thelr patient group. The network provided én effective
means of dealing with many qf the stressors related to héme dialysis.
Calls'to'the training center were also cited as resolutions to problems
in some cases, but most of the respondents sought and received help
- from other patients‘in the area rather than from the home training
center. The patient neiwork facilitated the development and utiliza-
tiqn of effective copiné.behaviors aﬁd adaptaﬁional strategies.

Some of the patients residing -in outlying areas, inaicated feeling
of isolatioﬁ. In some cases, patient support waé not available, and
more &ifficulty with coping and adaptation could be.expected from
these individuals. |

The mechanical/technical problems associated with homé dialysis
appeared to be generally manageable by the group studied with much of
the management difeqtly felated to indigenous patienf support.

Some of the findings related to this samble were inconsistent

with the author's initial expectations, and described an overall
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situation which was éomewhat unanticipated. Many of the coping
mechanisms and adaptational strategies utilized were devised in order
to overcome factors of distance and isolation, and have functioned as
effective methods of adaptationél adjusfment. The group has demon-
strated some very effective means of functional and independent
adaptation to a unique circumstance rather than exhibiting increased
behavioral disorganization and instability resulting from a lack of
proximate training center ‘support. Thé home training cénter initially
proposed by the author may not provide the only means of adequate

resolution of some of the identified distance related problems.

PSYCHO-SOCTAL PROBLEMS (OTHER PROBLEMS)

Psycho-soclal éroblems are those problems directly related to the
interpersonal and intrapersonal adjustment required for long-term
adaptation to home dialysis and end stage renal disease. The category °
includes many of the stressors associated with thé following: personal
adaptation; spouse/family interaction and adaptation; social inter-
action; and general life style alteration.

Téble 7 presents the problem rating distribution per respondent
of the zero through five rating designations. It also'includés the

composite score for each problem as well as the mean score.

Dependence on Partiner

The most highly rated problem listed under the category of Psycho-

Social Problems was dependence of the respondent on the dialysis
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Table 7

Number of Responses Per Rating Desighation -

Psycho-Social Problems

Rating . Composite Mean

Psycho-Social
Problems Designations¥* Group Score  Score
5 4% 3 2 1 'O ,
Dependence 5 3 0 {1 5 1 iy 2.93
Finances 6 1 0 2 4 2 : 42 2.80
Mobility/ .
Recreation 3 3 2 & 0 3. oM 2.73
Fear/ : o
Anxiety b2 1 3 2 2 39 | 2,60
Sleep -
Disturbances A1o1 25 2 36 2,40
Disruption : ‘ .
of Family 3 1 % 1 3 3 36 2,40
Depression 2 1 4 2 5 1 35 2.33
Sexual : )
Difficulties 3 0 1 5 & 2 32 2,13
Diet. 2 1 5 3 3 30 2,00
Job 3 1 2 1 7 27 1.80
Family .
Problems 2 0 2 1 7.3 25 - 1.67
Restriction of _ .
Social Activities 0 23 5 4 22 . L7
Relationships 0o 1 1 2 & 7 15 100

with Friends

N =15

%¥3-5 = High; 0-2 = Low
Overall Rating Total = Sum of: Each Rating Designation

X ’ .
Number of Responses Per Designatio
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partner. This diffiéulty was given a composite score of 44, énd a
mean score of 2.93. It is thélmost'highly rated préblem indiéated
on the checklist.

| Eight respondents rated this problem high. Of those respondents
rating dépendence on the partner as high, six stated'thét they could
not dial&ze withoﬁt the dialysis partner to assist them. The& cited

the most necessary function of partners as their ability to connect

and disconnect them from the dialysis equipment. Two of those respond-

ents stated that they really knew very little about the machiﬁe and
its operation, and that the partner did all of the machine connection
and operatioﬁ related to dialysis. Both of.theée respondents indicated
£hat they were attempting to do more of the proceduie-reéently, in |
order to remove some of the burden from the spouse/partner.b

One respondent who works full-time requires that’his dialysis -
gquipment be set up and ready to be utilized immediately when he .
. returns from work in ofder to successfully allow dialysié-time in his
schedule. His spouse has accommodated him for several years, yet no
problems were identified by the respondent or his spousé. " The spouse’
reflected the impressipn that total qommitment tb'her husﬁand was her
responsibility, and that she fully accepted it.

Three respondents stated that they depended upon the.partner to
assist with the diélysis procedure, but if necessary, they could
probably’function'alone.‘-One re8ponden%sdiséuésea initial dependence

on the-8pouse, but since marital separation, dialysis has been done
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without a partner or assistant. Children could assist if necessary.

The respondents who rated dependence-low believed that it existed -

in varying &egrees, but did not constitute any kind of pioblem for
them. All respondénts believed that dialysis was confining or restric-
tive for the partner. However, some.of the‘partners did not share this
feeling with the responaent. Several partners were present for the
interview, and their attitudes ranged from feeling unrestricted to
feeling_severely confined. One partner stated that home'dialysis was
restricting in terms of a career that the individual‘had ﬁorked very
hard to develop, while several other partners expiessed the attitude
that dialysis éssistance was thelr total responsibility. All partners
interviewed with the respondents {nine) believed thaf they.pléyed a
tremendous part in thetbveréll care of theif‘spouse or isvéd one, and
shared the responsibility willingly in order to promote and maintain
the re5ponaent's optimum wellness. |
Thirteen of the respondents expressed a aesire for the partner
to "take a break" a few times a year and consequentiy modify some qf
the continuous routine of dialysis care. There appeared to be very
little bit{erness or resentment exhibited Ey any of thé spouses or
partners interviewed, although‘in a few cases, some undertones of
‘ dissatisfaction were expressed. The respondenﬁs appeared to depend a
great deal on the dialysis partner, and this‘finding might 5e partially
aﬁfributed to thé‘absence of a local trainingfcéﬁter. It may fe that

transfer of dependency by the client from the dialysis center to the
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diglysis partner occufs with increasing isolation from a center. In a
rlerge rural state such as Montana, the patient and partner become the
parties solely responsible for effective and adequate dialysis treat-
ment on a routine basis. It seems as if this clrcumstance could foster
increased dependency between the partners. Effective eOPing sﬁrat;
egies related to dependence appeared to focus on acceptance of shared

responsibility by partner and patient.,

Finan01a1 Problems’

Flnan01al problems were the next most highly scored dlfflculty,
recelving a composite score of 42, and a mean score of 2.80. Seven-
respondents rated this problem as high.

Most home dialysis patients currently maintain 80 per cent cover—'
age by Medicare. However, coverage is not effective until the recip~
ent has spent three consecutlve months on maintenance hemod1a1y51s.

The remaining 20 per cent of dialysis costs must be met by “the - home
dialysis patient, either by private insurance or by out-of-pocket’
:payment. | |

A variety of reasons for financial dlfflcultles were discussed by
the respondents. Many respondents complained of costs not covered by
insurance or of gape in insurance coverage; especially for the initial
three month feriod.v |

One 1nd1v1dua1 incurred a very large medlcal debt durlng the

‘first three months of dialysis and had no prlvate insurancé to carry
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these costs. The person consequently amasseq a very large hospital .
and physician bill and had no financial means to provide paynent. The
person was self—employed at the time and had no‘ideas>concerning settle-
ment of these costs. Other respondents had beén partially covered by
various private insnranee plans; The non-reimbursable 20 per cent of
dialysis costs not eovered-by Medicare were a problem for manj respond-
ents due to,eifficulty with private insurance firms accepting coverage
of these costs; or complete lack of coverage.

Another family discussed the fact that they were drawing upon
their savings to provide paynent of these costs, and were beginning
to diminish their financial resourees. They had no answers as to what
would occur when the resources were depleted.

Financial difficulty related to travel costs to and from the
training center, and the considerable cost of housing during the time
of home dialysis tralnlng (from 4 weeks to 3% months) were also
‘dlscussed by the respondents, Two respondents had travelled to more‘
distant tralnlng centers because of available houslng durlng ‘the traln—
ing time. Both respondents had friends or relatlves who could provide
a. temporary reS1dence for them, Training centers are usually reluc-
tant to accept patients from distant areas, but will agree to do so if
the‘circumstances indicate a difficult situation for'the patient and’
if thenindividnal arranging for patient transfer were.anle to convinee

‘the center of the need.,
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An added financial stress cited by four of the respondents éon;
cerned é lack of gainful employment. Even ﬁitﬁ total insurance cover-
age of dialysis costs, a definite financial strain was incurred. If
both spouse and respondent were unemployed, financial assistance would
probably be provided by retirement or welfare compensation. Voca- |
tional rehabilitation had also absorbed some of the co;ts.

Another reason for financial strain was related to the buil@ing
or revision‘of an area in the home to be used fof dialysis. Eleven of
the respondenfs had a separate room for the:digiysis treatment and
storage of'dialyéis suppiies. | |

Tﬁe reﬁaiﬁing reséondéhts who ratéd finaneigi problems as low
indicated that they'maintainéd complefe.ihsurénce cdveragé and had
satisfactory éupplemental incomes., 'Twé of them did mention some
initialvdifficulty with the insuiance coverages |

Financial strain was specifically related to the cost of travel
to and from the center, which was done up to twice a year unless there
was an emergency, and the high‘cost of'housiﬁg-during the time'of
dialysis training.. Most of the r35p6ndents have sought financial
assistance of some kind, although for some, finances appeared to pose

a very difficult problem with no immediate available resolution.

Mobility, Vacatlon and. Recreation

Mobility, vacation and recreation received a composite score of

41, with a mean score of 2.73. Bight respondents rated this problem
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as high. They indicated feelings of severe restriction in terms of
vacations and travel, and discussed the difficulty in obtaining tran-
éient.in—center diaiysis. These respondents also had no means of
.transporting‘their owWn dialysié equipment'of de-ionized water”éystems
during travel. Several respondents stated that they had éhildren,or
relatives reslding in various parts of the country, and that they -
found it difficult, if not impossible to visit them. The in-cénter
dialysis training uniflarranged most traﬁsient dialyses for.the patients
but arrangemeﬁts had to be made at 1eaét one to two months In advance.
Depeﬁding on travel destinations, there might not be adequate dialysis
facilities in the area., Four respondents did state that they tiav;
elled, but believed that it requiréd a gfeat‘deal of "hassle" and - -
prior arrgngement to do so. | |

One respondent who scored this problem as high, stated that
recreation was a major frustration. The individual deécribed.himself
_as a very active person, and felt very restricted fhysiéally aue té
aﬁ inability to participate in highly active sports and recréational’
pursﬁits. The respondent remains actiye, but notvto the degree which
. was previously enjoyed, and has found this to ‘be a particulérly diffi—
cult adjustment.

The seven respondents ﬁho felt that mobility; vacation and recreé—
tion were not problems for them appeared to have one of fhree reasoﬁg
for the low rating. A reason cited by one respondent was the laék of

need or desire fo travel. Other respondents stated that the family
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resided in the vicinity and they found that they could take an'occasioﬁai
two to three days off dialysis for travel purposes. Another reason
discussed by some of.the respondents was the availability of in-center

dialysis enroute to their travel destination and at their travel

" destination, and their willingness' and ability to pursue this alter-

native. They did not indicate that it was a problem to arrange for

transient in-center dialysis. The fourth reason cited by respondents

~was the ability to take their machinery and equipment with them on

trips and vacatiense .The respondents had camper-traillers or vans, and
were able to set up and transporf the hecessary‘equipment in these
vehicles, including the de-lonized weter tanks. Under these circum-
stances, freedom of travel was much more feasible, and the respondent
much less respricted. Mobile equipment provided an innovative and
effective coping strategy for these respondents.,

Many of the respondents who rated travel and mobility as a high
priority, voiced a desire to own a recreational vehicle for such
purposes, but did not have the available financial resources., Those
respondents who were able to utilize this mode of dialysis-travel were
very pleased with the results and maintained flexibility in terms of

travel and accommodation to dialysis treatment "on the road".

FearZAﬁxiety

Fear/anxiety received a comp051te score of 39, with a mean score

of 2.60. Eight respondents rated it as high. Those respondents rating
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the problem high stated that fear/anxiet& was largely aﬁ initial reac-
tion relatgd‘to the change in their life situation due to renall
disease, and to the beginning of self—sufficientthoﬁe dialysis. The
respondents also discussed anxiety in terms of home fraining; and the .
initial months of actual home dialysis treatmenﬁa Two respondents
'stated that they felt particuiarly anxious since they were among the
first patients-in the area to dlalyze at home. Other respondents
whose residences are 80 to 100 miles from the local back-up center
stated that they felt quite isolated and fearful during dialysis due
to lack of any experienced dialysis help in the immediate vicinity.
Three respondents indicated anxiety concerning the course of their
disease process, and the uncertainty which faced them in the future.
Those most recently begun on home'dialysis expressgd strong feelings
of anxiety at home. The reasons for these feelings stemmed from fear
of being'unable to handle or cope with unusual situations during dial-
ysis runs. Needle insertion was also cited as an anxiety provoking
problem for these respondents.

A few of_the réspondents who rate fear/énxiety as low stated that
they were so glad to return home following training that anxiety was
not a problem ét all. They stated that they felt totally preéared and
- confident in each other's abilities to carry out the treatment procedures,
Some of the respondents stated that they felt slightly.reluctant ini- |

tially, but once established at home felt very comfortable,
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Of the nine spouses interviewed, over half of them'stated that
their. initial anxiety level was much highei than that ofithe dialysié
partner. due to their feelings of responsibility for needlé insertion
and monitoring.

Those pespondents who resolved their initial anxiety reactiohé
(which constitu{es all but the most'recently trained patients) did so
through repeatedly successful performances of necessary procedures,
by seeking and accepting assistance from other home dialysis patients,
and through communication and contact with the home training center
when appropriate. Respondents stated that these stratégies served to
increase levels of confidence and decrease feelings of fear and
. anxiety.

The éuthor expected distance from the home training center would
increase fear and anxiety, and that the anxiety would not be greatly
reduced by tbe passage of time. Most respondents who rated aniiety
as high stafed that they gave this rating based on their feelings
.during the first six months of home dialysis, and had since resolved
many of their fears. Reasons for anxiety cited by some of tﬂe respond-
ents who had recently begun home diaiysis related to the absence of
available medical assistance and the possible occurrence of unforseen
- or unusual difficulties during dialysis.

Many of the respbndents indicated that they were gquite éomfortable
with dialysis even initially, due to their utilization of sﬁﬁport from

- other patients in the vicinity, and contact with the training unit.
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Those respondents residing at a distance from the larger community
aﬁpeared tq have higher anxiety,levelé than many of the respondents
residing within the iarger community. These patients were not only '
isolated from the training center, bﬁt also.ffom other‘dialyéis‘
patients who could offér supfort and assistance.

Results concerning fear/anxiety Were consistent with reference
to the initial reactions of many of the respondents, but unexpected

in terms of resolution.after'a period of time,

Dégression

Closely related to fear/anxiety in terms of psycholégical reac-~
tions regarding an altered life situation, was depression.. Depression
received a composite score of 35, with seven respondents rating it as
high. The meaﬁ séore was 2033; The respondents stated that - thelr
overall level of depression was much higher during the initial grieving
process. Also, feeliﬁgs of depressioﬁ and frustration occu;réd quite
comnonly during home‘training partly due to the tension and aﬁxiety
' hmanifested in learning the dialysis procedure and due to the réaliza—~'
tion of the 16ng—térm impliéatidns involving maintenahce_dialysis.',
One respoﬁdent'stated that physical condition was responsible:fpp
some 5f the depression, and that continuiﬁg concern and anxigty about
finances were also causative factors. Two respondents stated that they
felt much more depressed following pérticularly difficult dialysis

runs. They would feel very "washed out" afterward, and less able to
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cope with the demands of everyday life. Another respondent believed
. that feelings ofvdepression had increaséd over the years, and had not:
been as severe initially. The individual explained thét this was
probably due to the full realization and experience of the 1ife—sty1g
restrictions‘cauéed by the illness,

The remaining respondents who rated depression as 1OW'sta£ed that
the problem was much wqrée initially, but that time aﬁd imprd&ed
physical condition had assisted in decreasing the occurrénce of |
depressive feelings. fwo respondents discussed that they had known
. for many years that they would have to begin dialysis at some time in
the future, and hadubegun to accept £his.circumstance_1ong before iﬁ
actually occurred. They expressed feelings of relief and sétisfaction
based upon their ability to suécessfully manage thelr lives under
present conditions, and also related feelings of gratitude for being
alive and able to function,

Most of the respondénts indicated that they experienced inter-
mittent béuts of'depreséion even in a well-controlled situatlon, and
that at these particular times, famil& and friends--often otﬁer kidﬁey
patients--were of imméasuraiﬂe importance in offering encouragenent |

and support.

Disruption of the Family During Training

Disruption of the family during training was given a composite

score of 36, with a mean of 2.40. Six persons stated émphatically
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that home trainihg was disruptive to the family unit, particularly if
there were children living at home.v All six respondents with children
at home stated that this was the primary difficulty, and that it was‘
a serious problem to have to leave children at home and find care for
them for an.extended period of'time. One respondent stated that he |
belonged at home assisting with the farm work, and he and his parfner's'
absénce during-home training placed an extra burden on those family
members remaining at home. Other resporndents discussed disciplinéfy
difficulties which erupted when older.children were left at home with
minimal éupervision. Another respondént found that the éatient's
elderly mother who resided in a rest home becgme quite confused and
bothered by the péiienf’s abéence. Leave from employment to attend
traiﬁing was also identified as a cause for disiuption and cdncern,to
the respondent.

Those respondents who rated disruption of family as.low éither
had no children living at home at the time of diélysis training, or
they did not havé any pressing obligations at home. |

Some of the respondents found means of returning home each Weekf
end during tréining to/épend time With‘{héir families if children or -
other members were iﬁvolved. One couple utilized'this option, and
although it required extra time, travel and financial investment,»_
they.found it was worthwhile in terms of méintenaﬂcé of’family

stability.
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Disruption of thé family'during training is an important consid-
eration in relation to the initial faﬁily acceptance of the_home
dialysis sit@ation. Anxiefy and concern on the part of the fartner
and patient during training ln regard to the family could have a’
definite effect upon successful completion of dialysis trainingo in

some cases, assistance from friends and relatives provided the needed

" relief from these concerns, but in other cases fémily related problems

only served to increase the anxiety level of the patient and partner,
The fact that the patients were required to reside in the vicinity of
the training center for an extended period of time during training

may have served to foster more problems in terms of family disruption.

Sleep Disturbances

Sleep disturbances were,scored_as 36, with a mean of 2}40, Six
respondents indicaﬁed this problem as high., The actual distﬁrbances
of sleep expeiignced by the respondents was believed to be due to
physiological as well as psychologicdl processes. Those who rated

the problem as high expressed feelings of disturbance due to repeated

_occurrence of sleeplessness, and found little relief in use of seda-

tive treatment. Three respondents cited nervousness-as a primary
reéson for sleep préblems, and one respondeﬁt stated that severe

itching aggrévatea the nervousness and insomnia, Two'réspondents
stated that lack of physical activity and idleneSS‘during'fhé-déyh

were a major reason for their sleep disturbances.
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Physiologic causes for increased irri£ability and nervousness are
derived from the continuous presence of toxins in the bloodstream, and
the evéntual changes these fox;ns efféct upon the nervous system. Iﬁ
addition to the physiologic ﬁaﬁifestation is the combination of all
the problems inherently involved in the entire dialysis life situation.
Wofries and fears concerning the disease ﬁrocess itself, treatment of
the disease, employment and financial and famiiy problems could accumu-
late and combine with physical difficulties to produce an extremely
aggravating condition. Four of the fespondents mentioned anxiéties
as major contributory factors relatea to physiologic problems.

The respondents who rated sleep disturbance as low stated that
they either had no difficulties at all with sleep or that it was a
very infrequent occurrence and easily manageable through the use of
prescribed sedative medication., One respondent had sleep difficulties
when on dialysis initiglly due to the presence of an external cannﬁla
in the arm, and a well established habit of sléeping on the arms. The
individual now has an:A—Vlfiétula, and no longer has difficulty with

body positioning.

Sexual Difficulties

Sexual difficulties received a composite score of 33 with a mean
of 2.13. Several respondents rated the problem as high. Those who
rated‘sexual difficulties as high were male respondents who stated’

that their sexual relationships with spouses had changed. Lack of
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sexual desire due to fatigue and other physiologic changes as well as
all of the psychological adjustments to illness wére described by the
respondents as reasons for sexual changeé and difficulties. Most
respondents stated that the difficulties had 1argély resolved them-
selves over time and that the hlgh rating given to the\probiém'was

due to initial difficulties. Respondents did not consider sexual
adjustments to be responsible for any major changes in their marriages.
Resolution . was related.to recehcy éf,dialysis, with time being the
piimary variable related to eventual resolution.

Five of the respondents rating the problem as low also had found
sexual adjustment more of a problem initially due to body image changes,
but believed that the problem had been resolved. A few couﬁles believed.
that their relationships were now much closer due to their shﬁring in
dialysis treatment. The remaining :'re.spondenItS believed that the change
in sexual habits which they encountered following the onset of illness
was not a drastic one, and that this did not constitute a problem for
them. The female respondents stated fhat sexual habits had not changed

to any marked degree since the onset of illness.

Diet

Difficulties with diet received a composite score of 29, with
four respondents indicating a problem with diet as high. The mean
score for diet was 2,00, Diet was considered to be a problem by the

respondents primarily due to the restrictions of sodium and potassium
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in the renal diet. Respondents indicated é definite lack of choice
af food varieﬁy, and emphasized difficulties with food)management in
places other than their own homes. Most canned gqods, as well aé a
great many foods processed and prepared in commerclal establishments
contain large amounts of sodium. Lighﬁ salt or salt substitute
cannot be utilized as an alternative due to its high potassium content.
The respondents found that the diet was definitely iimiting,.and also
hentionéd that it was a- problem to have to prepa:e "specia1 food" foi‘
them in addition to the food prepared for the rest of the household:
members. Some of the respondents discussed the increaéed frustration
associated with unrelenfing cravings for pre&iously enhjoyed foods,

For these’respondents, the problem of diet had not improved with ‘time,

The respondents who rated diet as low indicated various methods

“of dealing with an adjusted diet. Several of the respondents consumed

their favorite foods occasionally and found that this intermittent
consumption of non-diet food posed no problems for them. Home canning

of various fruits and vegetables was also utilized to avoid the high

. sodium content of commercially prepared products. Another reason cited

by respondents for the low problem rating was strict adherence and
acceptance of the renal diet. These respondents felt that the diet

was a tool to assist them in achieving optimal health and preventing

difficulties during dialysis.

Respondents gained anywhere in the range of one to seven pounds

" between dialysis runs. Several’rareiy gained more than one to three
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pounds, None felt that weight gain was a problem;-and all were able
to adequately remove the excess fluid weight through dialysis. If,.
however, fluid exceeded what they normally gained betweeﬁ runs, dialy-.
sislbecame more difficult, and they complained of symptoms of fatigue
and discomfort.during and post dlalysis. None of thé respondénts Were
careless about thgir diets, and all were very aware of dietary bélanqe.
Only dpe respondent felt ill prepared in dietary training, and stated

a desire for more comprehensive diet instruction by the training unit.

Family Problems

Family problems, other than those previously discussed,-received
a composite score of 25 with a mean score of 1.69. This heading was
iﬁcluded to encompass all family related difficultigs not already
listed as problems. Four respondents rated this as high. The xéspondy
ehts -stated that problems were related to anxiety and tension during
the initial months of home dialysis, and had since resolved, One |
respondent sfated that it was difficﬁlt for'the épouse to‘leave a job
to accompany the patient to home dialysis training, resulting in some
_ tension in their relgfionship. Some respondents stated that even
though the family relationships suffered some tension and stresé
initially, their marriages had remained stable throughout and had -
actvually improved under these circumstances. The respondent who
stated that théir marriage had not Worﬁed believed that diaiysis was"
not a major factof and that other problems ﬁere present which wWere

responsible for the separation.
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The remaining group of respondeh%s‘who rated family problems és
.103 were families with children. Nine reépqndents stated that their
childreﬁ had become very involved in the home dialysis prdéedure
itself, and many families had taught the procedure to children at
home in order to relieve the spouse or pariner of some of ﬁhe burden;
and to assist in emergency situations. Only one respondeﬁt discussed
.a problem with a family member Whowwgs unable to tolerate'thé actual
dialysis procedure; a chilq did not want to be present at any time
.when the respondent was on the dialysis machine.

All of the respondents indicated a great need for iptermitﬁent
relief for the dialysis partner. Some suggested in-center dialysis as
an opﬁion, and otheis mentioned thenneed for a nurse or technician in
the area to assist them at homevduring é partner rest period if it
was not feasible for other fémil& members to QQ so; A "vacation" for
the dialysis partner waé cited as a real.necessity_by many of the
respondents, in orderuto assist in maintaiﬁing stability and positive
adaptation.

The .problems receiving the lowest composite scores in the Ps&cho—_
Social category were ;estriction.of social activities--score of 2@,
mean of 1.47; and relationships with ffiends-—score of 15, mean of

- 1.00.

Restriction of Social Activities

Three resﬁondents rated socia1~dctivity restriction as high, and
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again mentioned travel and decrease in recreational and physical
activity as a maiﬁ reason for their rating. Only one respondent
indicated‘feelings of severe confinement in all aspects of recrea-
‘tional and social activity. The remainiﬁg twelve respondents stated A
that there were elther no real changes in social activity levels, or
that due to the new acquaintances and friendships which were developed
with membership in the local kidney assoclation, their social lives
had improved. Membership in the suppoft.organization appeared to be
an important part in thé’livésvof mény of the respondents. The
organization has. served to énhance friendships among its membe;s as

well as provide opportunities for increased social activity.

Relationships with Friends
Two respondents indicated that relationships with friends had .

"changed to a significant degree and gave this problém a high rating.
One person felt’that reluctance oﬁ the parﬁ of former friends to
actively associate with the respondegt after the onset of disease
was due to being fairlj young at the time of the illness (in the
twenties), and also due to friends® fears and misunderstandings
concerning the illneséf .The pgfson believed that they were threat-
ened By the ocqurrence‘Of‘the‘ilinessmin someone'so'close'to their
own aée, and wanted to avoid Haﬁing 1o ‘deal with their fearsvand
feelings. Tﬁe respondent did state, however, that a close friend‘_

remained very supportive and had really "stuck by". The other family




%
who rated the problem as high stated that due to fatigue and changes
in the amount of time they could spend with friends, éome of their
friendships had definitely been sacrificed. The patient aiso stated
that the spouse believed that friendships were more of a problem for
the spouse who continued fq feel quite restricted in ferms of pre-
vious sociél activities and friendships.

Of the remaining group, seven observed no chanées in relationships
with friends since dialysis had been initiated. One resjondent felt
that only the closest of their friends had stuck by them during this
time, but that they had definitely adjusted to this. Five respondents
iﬁdicated increased support and encouragement from friends since the
onset of illness and dialysis. Many friends assisted with family needs
such as caring for the children when the respondent and spouse were
in home training, and others offered financial assistance.

Members of the kidney association felt that they had developed
some valuable new friendships with each other, and that the bond of
concern and sharing within this group has been a mainsta&.in their
lives. The soclal activities arranged by the group had not only helped
to enhance friendships, but also provided.a real means of enjoyment

and recreation for many members.

Additional Identified Stressors

The only problem added to this list was that of employment. Five

respondents stated that this was a serious problem for them due to the
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financial difficulties unemployment fosed for the dialysis patient and
famil&. This problem was given a composite score.of 27 with a mean
score of 1.80. The respondents stated that routine employment physi-
cals were almost impéssible to pass and.continueq employment requiring
strenuous pﬁysical labor was Qery difficult to sustain, Employment
was also restricted in terms of hours of work time and adaftation of
work time to.dialysis schedules. Some of the partners were required
to seek employment in érder to attempt to maintain adequate financial

balance which placed further stress on the family unit.

Identified Resolutions

When the respoﬁdents were questioned as to what would have helpéd
them the most dufing their initial six months on home dialysis, aﬁd
what they have felt had ;;tually helped them the most, the responses
weré very consistent. qurteén }e8pondenté stated-that having someone
in the vicinity (a nurse or teéhnician) trained in home dialysis pro-
cedures and machine functioning who could check on them interﬁittently
ﬁould have been of valuable assistance to them. Two fesbbndents’stated
that é training centér was needed in Missoula, while the remaining
group indicated that more adequate ancillary support in tﬁe vicinity
.wéuld.be adeguiate.

Two respondents stated that although home dialysis should be
-sfrongly supported in Mon£ana; they did not think that training,centeré

* should be established throughout the state. They explained that there
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was lack of an adequate number.of patienté to sﬁpport a well-ftinctioning
training unit and comfréheﬁsivé-training program. They belieﬁed that
the cénter in Spokaﬁe provided excellent hqme‘training and suppprt,
and that this facility'éhould continue to be used‘asﬂthe home training
unit for the western part of the state.

Two respondents were convinced that pre—dial&sis consultation for
the patient and family was a primary necessity for the home patient,
and that such consultation would have helped greatiy during the inipiai
adjustment period. All respondents stated that having someone trained
in home dialysis who‘cduld function as a partner substitute when the
partner needed -respite would be very beneficial. Mést of the respond-
ents were quite reluctant to use the local\hospitél dialysis faCility

" due to the use of the two-needle method of bl&od access, and due to a
generalvdislike of in-center dialysis procedureé, including the high
cost factor.

Respondents ;esiding outside the community with dialysis facilities
(30 to 120 ﬁiles) tended to feel more isolated, and expreésed feelings
of greater need for'g trained individual -to check on. them, whilé those
respondents residing‘within the community.stated that tﬁey were ﬁot
only closer to available health care, but also closer to members of
the kidney association and other home patients who could prpvidé
agsistance if necessary. |

What actually did assist the respondents in adjustment to home :

dialysis? ,Fér some, repetition and practical, patient trial and error
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learning, along with frequent phoné calls to the home training unit
helﬁéd the most. Other respondents believed.that'contact with and
assistanée‘from other kidney pafienté in the area was very helpful to
themn, éven though many of them were quitg confident with dialysis
techniques and procédures. Self reliance, self confidence and indepen-
dence were identified as traits most benefiéial to home dialysis
training and eventual éuccess with long term homé dialysis.

- There is one nephrologist who functions as medical provider for
most patients in western Montana. Respondents were generally‘quite
satisfied with his care, although some believed that he was overloaded
with patients so that provision of highly personaiized care was very
difficult. Many respondents also found that his dedication to the
home dialysis idea had been a tremendous help to them and that the

arrangements and support for training provided by the social worker

in conjunction with the physician had been very beneficial.

Summérx

There were some major problems directly associated with respondent
distance from the home training center. These stressors included:
dependence on partner; financial problems; fear/anxiety; and disruption.

of thé family during training. The stressors directly related to the

‘distance factor were consistent with the author's expectations concern-

ing respondent outcomes. The unanticipated finding was in relation

" to the unique methods of coping with the difficulties exhibited by
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this group} Many of the coping mechanisms and-adaptational strategies
.utilized fﬁncfioned specificaily to\ovefcome‘factors of Qistance and .
isolation. Rather than increased anxiety and possible behavioral
disorganization resulting from the lack of proximate ﬁraiﬁing center
support, the sample demonstrated that leadership, self reliance and
independéncé aie.effective means of adaptation to a unique circum-
stance. |

The respondenté did propose several suggestions related to more
adequate problem resolution. These included: intermittent respite
for the dialysis partner; assistance in the‘initial ﬁonths of home
dialysis by a trained resource person residing in the vicinity; pre-
dialysis consultation for spouse and family; and more personalized
care in the hospital or in-center setting. Follow through on their
"suggestions might even'more effectively assist the home dialysis

patient and family in adjusting to their altered life style.




CHAPTER 4

DESCRIPTION OF THE PROXIMATE SAMPLE AND -FINDINGS

»

"Introduction

The proximate group consisted of respondents who lived within 50
miles of their home dialysis tralning center, located in a metropolitéh
‘center in Washington; Of the 18 home dialysis patients 1i§ihg near
the'training center, six.completed and-returned the questionnaires énd
consent forms which were sent to them by the kidney center.

The proximate sample was selected as a comparisgﬁ group. Their
problems and resolutions were compared to those experienced by home
dialysis patients who lived at a distance of 200 miles or‘mbre from
their home diélysis training center. The same checklist wés administered
to both groups; the proximate group received it in the form of a mailed

" questionnaire while‘the‘distant group respohded'tO‘it in the form of and

interview,

‘ fopuiation Profile
The ﬁajor cﬁaracteristics of the sample are listed in Table 8.
The respondents ranged in age from 49 to 77’ﬁith a mean age of
61,8, The mean age is higher than the mean age for the distant sample.
Five 'of the respondents were men, and one was a woman. Four of the five
respondents stated that they dialyzed three times per week forvfour
to five hours, and one respondent dialyzed every other day for four

hours.




Table 8

Profile of Proximate Patient Population

. hge: _Range = 49 - 77 yeéfé 3 Access Site: Fistula = 6
Mean = 61,8 years ' '
Sex: Female = 1 Original Site: Yes = &4
Male = 5 . No = 2
Place of - ' . 7 .
Training: SHMG, Spokane = 6 Length of Time
_ on Héme Dialysis: Range = 3 mo.-4 yrs.
, Mean = 2% yrs,
Distance to Home
Training Center: Range = 3 - 26 miles :
- Mean = 10,8 miles Occupation:  Retired - =3
‘ Unemployed = 2
' Dialysis Partner: ' Spouse = 5 : Homemaker =1
) Other =1
ILength of . \ . Adequate Support from ° .
Training Time: Rahge = 10 wks,-5 mo. Home Training Center: Yes = 6
Mean = 3% months - No = 0
Supplies and .
BEquipment:  Home Training CGenter = 6
Amount of Dialysis ~

Time Per Week: Range = 12 - 18 hours
Mean = 14.6 hours
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‘ Three of the five respondents indicated that they were retired.
The female respondent indicated that she was a homemaker,.and the
other two respondents stated that they were receiving disabilit& fayu
ment and unemployment. The unempiofment rate for this sample was
83 per cent with retirees counted as unemployed, and 33 per cent with~
out the retirees, The 33 per‘cent figure.is close‘to that of the
distant semple which wasv26 per cent without retirees.

' The length of time on home dialysis varied from three months to
four years, With a‘meanllength of‘time on dialysis of two and eneJhalf
years, This is less than the mean for the distani sample which was
three and one-half years. | |

The length of home aialysis training time ranged from ten weeks
to five months With.a mean of three and one-half months. The.meen
length of training time was therefore longer for the proximate sample
than for theAdistant sample (mean training time was two mohths) and
~could be related to the fact that the proximate patients did not have’
to travel nearly as far for their iniiial training as the distant
sample. They were not required to reside away froﬁrhome for any
length of time during training. The respondents who had~te travel'a
great distance for tralning, and then remain in the area, may have
completed home training more quickly in.oxder to expedite the return_
home, '

Five respondentsvindicated that they lived‘in the cit& and one

respondent resided in a small town a few miles eway; Respondents
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received their home dialysis training, equipmenf and supplies'direcfly
from the medical center at which they were trained. Respondent distance
from the training csnter varied from threé to 26‘miles,'wi£h a mean
distance of 10.8 miles, The mean fnr the distant sample was 4i5vmiles.
'A11 respondents indicated that they considered themsélnes close to “the
training center. In responsé to.the question concerning proximity,
‘two respondents stated that locations Within the city limits were
close; oné‘respondent stated that locations within 15 minutes of home
ﬁeﬁe close; and two respondents indicated that- locations within a 30 °
to 50 mile radius wsre close., All respondents stated that 1océtions_
beyond the described parameters were distant. The comparison between
sanples in terms of distance perception was very intefestinga -Montana .
respondents indicated that a distance of 200 to 900 miles from théir
place'nf residence was considered close, and convenient in terms of'
travel timenand avaiiability 6f the training facilityo The other
respondents stated that they cons1dered their tralnlng centers as
distant in terms of mileage, but that this did not necessarily denote_
inconvenience. Only two distant respondents stated that the training
centsr was distsnt, and that access to the center was a problem. A
major difference in distance perception between the samplesjwas .
apparent. |

Five respondents indicated that the spouse was the initial
~ training partner, and was still the home dialysis partner. One

respondent indicated that the spouse had been the'original training
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partner, but was no longer. No further explanation was offered.

The respondents utilized the Drake—Wiiloék hemodialysis machine,
and had fistulas as access sites. Two respondents indicated that the
present fistulas were not the original accesslsites. One respondent
stated that he had an éexternal cannula for two years; anq then received
a fistula due to problems with the cannula,‘ Another respondent explained
that difficulty with the fistqla due to poor blood flow and consequent
clbtting and infection’problems had beeh expeiienced. The patient
recently had a Gortex (synthetic) fistula inserted, and was still

© experlencing difficulties.

A1l but one respondent utilized the single needle access technique.
The other respondent used double needles but gave no explanétion regard~
ing the technique,

The respondents all indicated that they were ve?y satisfied withh

the support and care they had received from their training center.

Summary

These.wére the characteristics sbécifically related to the proxi-
mate sample. Some of the minor differences that éxisted between the
proximate sample and the distant sample included mean‘age of the sample,
unembloyment rates and length of training time. The outstanding
differences were individpal distance péﬁceptions and time spent
training. There were no organizations fér the proximate group and
no other available assistance escept that directly felated to “the training'

center.
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Since the sample was not directly intexrviewed, much of the data

~obtained from the demographic questionnaire‘Was.presented; but not

explained by the respondents. Consequently, the ove;all profile of

the proximate group was not as complete as that of theAdistant group,
The two nephrologists responsible for the two groups of patients |

both believed.that the distant group was an "exceptional group of

patients". They emphasized the fact that the distant group had func-

tioned very well independently, and iﬂ many ways had adaptéd more

readily to home dialysis than kidney patients living in the vicinity

of the city, The distant patients were described as a higly motivated

group who of fered a great deal of support and assistance to each other.

The awthor was told not to expect the same degree of cooPeration and .

support from the proximate group.

 FINDINGS RELATED TO STRESSCRS

The original expeétation was that differences 1n rating of problems
between the two saﬁples would exist in terms of all'dialysis-felated~. A
difficulties, The hunch was that the proximate sample would have’
fewer problems due to their close proximity to the training center, and -
the accessibility of immediate assistance and suppo#ta Howévér,iﬁhé

findings indicated that although there were many similarities in

.séoring, some major differences also existed. Due to the small size

of the proximate group, mean scores rather than composite group scores

will be used to describe the identified stressors throughout the text .
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in order to compare the samples, Since there were no interviews with
the ﬁroximate kidney patients, there were no ekplanations andvnd
elaborations on any of the responses. Please refer to Taﬁle 9 or
Figure 2 for the individuai composite scoreso -

Table 9 presents the comparisons betwegn the‘sampleé bésed-on com-

posife‘group scores and means for all of the identified stressors.

They are listed in descending order of importance accérding to category. -

Figﬁre 2 illustrates the overall problem list in descending order of
composite scorings.

The most highly ratéd problems included: machine malfunction;
access probiems} 1ow.blood p£essuié while on the machine; headacheé,
cramping, etc.; dependence on dialysis‘partner; finances; sleep dis-
turbances; sexual difficulties; depression; restriction of social
activities; family problems related to home dialysis; and'mobiliﬁy,
recreation and vacaiiono Similarities and diffeiences beﬁweeﬁ_the
samples existed in all three categories. MaJjor areas of differénce
were in the following ratings: néeale iﬁse;tioh; access problems;:
finances; and fear/anxiety were all given high composite scores by the
distént sample, and low scores by the proximate sample., Sexual diffi-
culties; rest;iction of social activities; and relatiénshiés with
friends wefé scored high by the proximate sample, and‘réceived lqw
scores from the distant.group; Basic differences in'theée‘scores could
be attributed to distance-from‘thercenter and different methods of

coping and problem resolution for each.sampleu
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Figure 2
Identified Stressor Profile in Descending Order

of Composite Score (Range = 0-30),
Proximate Sample

Stressors Composite Score
0 5 10 15 20 25 30
Sexual Difficulties : : . :
Mobility/Recreation
Dependnce

Sleep Disturbances
Machine Malfunctions
Headaches, Cramping
Access Problems

Restriction of
Social Activities

Low Blood Pressure
Finances
Depression

Family Problems
Faulty Equipment
Diet

Employment

Family Disruptions

Relationships
with Friends

Needle Insertion

Supply and
Equipment Problems

High Blood Pressure
Fower Failure
Feart Irregularities

Artificial Kidney
Problens

Fear/inxiely
A Emboll
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Tdble 9

Comparison of Composite Scores and Mean Scores
Per Sample, Listed in Descending Order Per Category

Composite Scores Mean Scores

Thanb1flad S treasors Proximate Distant Proximate Distant

Sample Sample = Sample Sample

MECHANICAL:
Machine Malfunctions 16 37 2:67 2.46
Faulty Equipment 11 20 1.83 1.33
Supply and Equipment

Seliont 9 21 1.50 1.40
Power Failure 8 12 1.33 0.80
Artificial Kidney

a1 funati i 6 24 1.00 1.60
MEDICAL:
Headache, Cramping, etc. 15 42 2.50 2.80
Access Problems 14 17 2.33 1.13
Low Blood Pressure 13 36 217 2.40
Needle Insertion 10 43 1.67 2,87
High Blood Pressure 9 35 1.50 2.33
Heart Irregularities 8 24 1.33 1.60
Alr Emboli L 6 0.67 0,40
PSYCHO-SOCIAL:
Sexual Difficulties 19 158 317 273
Mobility/Recreation 19 32 317 2.13
Dependence 17 4y 2.83 2.93
Sleep Disturbances 1 36 2.83 2.40
Restriction of Social

Activities 14 22 2.33 1.47
Finance 13 L2 217 2,80
Depression 12 35 2,00 2.33
Family Problems 12 25 2,00 1.67
Family Disruption 11 36 1.83 2,40
Diet 11 30 1.83 2,00
Employment 11 24 1.83 1.80
Relationships with Friends il | 15 1.83 1.00
Fear/Anxiety 6 39 1,00 2,60

Proximate Sample N = 6 Range = 0-30
Distant Sample N =15 Range = 0-75
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PSYCHO-SOCTAL PROBLEMS

The most highly rated problem in this category was sexual diffi-
culties, which received a mean score of 3.17. Sexual difficulties were
scored as low by the distant sample. Possible explanations for this

scoring difference might be related to the increased group activity

and support available to the distant sample, and the consequent develop-

mént.of more effective coping strategies associgted with marriage and
family. Perhaps members of this sample were able to communicate more .
freely with each other concerning difficulties at hoﬁe, and received
.advice and support from other group members.,

Dependence and sleep disturbances rgceived mean Scores of 2.83
and 2.83 respectively. This scoring is parallel to that of the distant
sample. Dependence was a highly scored problem for both samples.

Since no explanations for scoring were offered frﬁm the proximate
sample, it is difficult to draw any conclusions regarding dependence
and distance from the training center rélated to this sample. Although
no explanations were offered by the proximate group,‘because of the
hature of dialysis treatment, dependence may be a major problem of all
dialysis patients regardless of proximity to the center.

Mobility, recreation and vacation received a mean score of 3.17.
Restriction of social activities was scored as 2.33 and relationships
with friends was scored as 1.83. 1Individual ratings for these three
problems corresponded closely in 50 per cent of the respondénts. Theée

three problems were closely related, and all received high composite
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scorés from the‘proximate sample, The distant sample rated mobility

, énd reéreation as high, but the other-two problems asrlowé The opposi-
tion in composi%e scoring between the samples' could be‘relafed to.the |
activity of the distant support group, énd the increased social inter-
action availablg to the reSpondents due to the group activities. There
‘were.probably Tewer opportunities for soclal interactions améng the
respondents who ha&e ho functioning';ndigenous support group.

Financial difficulties received a ﬁean score of 2,17, Two respond- -
ents rated financial difficulties as higho A11 re3pond§nts.appeared
to maintain adequate insurahce coverage. Fihancial difficulties were
cited by.fhe distant sample as much more severe, For them distance
related costs were considerably higher than for tﬁe~prpximate-patiento

Employment recelved a mean .score of 1 0'8301 ' The same respondenfs
who rated finance as high also rated this stressor as high. The other
:respondgnts rated the problem as low. One re5pondent.s£ated that his
spouse wés employed due to necessity, but indicated tﬁat this was not
a problem,

Depression receivga a mean of 2,00, The scoring was quite similar
to that of the distant sample. Hoﬁever, fear/anxiety Was‘giﬁen‘a'me;n
vof 1006 by the proximate population. The distant sampie scofed fear/
anxlety much higher, This scoring could be attributed to the distance
of the proximate group to the training center, and the availability of
immediate medical support, There appeared to be a great deal of

dependence on support from the training center among proximate patients.
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Coping and adaptational skills appeared to be closely associated with

the presence and access of the center, and short term coping could
account for the decreaéed amount 6f anxiety experienced by the respond-
ents. Short term coping consisted of calling the cehter whenever the
patient felt anxious., This fostered a great deal of dependence on the
center. The distant group utilized group support as a long term coping
strategy. Group iﬁteradﬁién outside the home served to reduce infenéity
within the family and improved the overall perspectivé‘for the patient.
Diet. received é mean score‘of 1.83. The ratings betweeﬁ sampleé
were quite similar., Two respondents rated it as high,.bﬁt no éiscussion
of the rating was available, Both of these respondents also rated
mobility/recreation and restriction of social activities as high, and

probably experienced diet as a contributory restriction.

MEDICAL PROBLEMS

The most high%y scored medical problems were headaches, cramping,l
'etco, and low blood pressure dh fhe maéhineo Hea&achés, cramplhg, etco,
received a hean of 2;50. Two respondents rated this problem as high;
Low blood pressure was scored as 2,17, One respondent rated this prob-
lem as high and also rated headaches, éramping, etec.,, as high, He |
appeared to have significant difficulties with both. Low blood pres-
sure and headaches, cramping, etc., appeaxed to correspo@d in four of
six responses, .The physiologic relatibnship of the problems could

account for the corresponding scores. These scores are very close to

. the ratings designated by the distant sample,
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Access problems suéh as clotting or infection of the access sitg
waé given a mean of 2,33, Two respohdents rated this difficulty as
high., Both respondents described recurrent difficultiés pertaining to
blood access sites. One réspondent indicated that he had received a
cannula initially, but Wgé changed to a fistula due to céntinuouslprob—
léﬁs with the cannulao-.ihe other respondent stated that he had very
poor blood flow through his fistula,.and had recently had a revision,
His new fistula was one composed of the synthetic material Gortex, and
has required surgical declotting twice since its installation in
December of 1978, This sample appeared ﬁo have a few more difficulties

with access sites that did the distant sample.

Needle insertion difficulties received a mean of 1,67, One respond-

ent rated it as high., The respondent had also designated access site
problems as high, and appeared to have difficulty with both. The low
comfosite score given to this pfoblem by the proxihate'sample mighﬁf
be attributed to proximity of the training center, and the availability
of immediaté assistance if needle insertion beéame a probleﬁ at hofneu
The distant samplé scored this problem as high, and dgsbribed repeated
difficulties with needle punctures. The lack of assistance from the
training center would increase the anxiety concerning the procedure
and the problemé resulting from an‘increasgd amount of trial and efror
learning, |

Heart irregularities and high blood pressure were glven meén scores

of 1.33 and 1,50 respectively, with one respondent indicating both
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probiems as high. The remaining respondents may nbt have encdunte;éd
either of these problemé, or had them well under_contrOI; The ratings
indicated by the distant sample for these two problems were comparable.
However, some respondents identified increased anxiety le&éls due to
the lack of direct access to medical‘caré.

Alr emboli received a mean score of O,67,_the lowest of the iden-
tified stressors, All of the respondents rated this as low. The
saline flush blood return method was taught at Sacred Heart Medical
Center and mosf of the respondents utilized this technique. This

rating was consistent with the distant rating.

MECHANICAL PROBLEMS

The category of mechanical problems contéins one highly scored
problem. -Machine malfunction was given a mean score of 2.679__Three'
resPOhdenté rated this problem as high. One respondent stated that he
had difficulty with the machine®s electrical system and had consequently
encountered operational difficulties with the machine, Two reépbndents
cited difficulties with machine components such as the water filtering
system and the blood leak detector; In all céses, the kidney center

.was contacted for assistance, and the malfunctions were resolved. This

problem received similar scoripg from the distant sample, but the distaht‘

sample utilized some different methods of coping. They traded machine
parts among each other, and depended upon assistance from other patients

for resolution of some of the machine malfunctions,
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Faulty ancilléry equipment was gi&en a mean écore of 1.83, with
one respondent rating this difficulty as high. The respondeht. indi-
‘cated that a blood leak'detector was malfunctioning, and that he re—-
ceived immediate assistance concerning the problem from a center
techniciah, No other types of equipment problems were cited by thé
respondents, - |

Supply ‘and equipment-delivery problems received a mean score of
i°50 and were citéd.by one respondent as high, The pfoblem entailed
the delivery of a barrel of dialysis'concentrate which had several
leaks in it .The barrel was immediately replaced by thg training
' centers Another pesbondent indicated that he had minor probléms with
equipment delivery. There was no discussion concerning the trucking -
strike and related difficulties, All supplies could be obtained
-directly from the center if transportation became a problem, ‘There
waé more cohcern.on the part of the distént sample due to:the distant
location of supplies and equipment, Borrowing necessaiy items from
other paﬁients in the area was discussed as an glfernative method of
obtaining the required equipment if there were transportation problems,

Power failure was scored as 1;33; One respondent consideréd fhis
to be a serlous problem., The respondent stated that he had experienced
a few power failures,‘énd that these occurrences had caused some
Aifficultiese

Artificial kidney malfunctions received the lowest score in this -

category, Tt received a mean of 1,00, There were no'respondents who
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. rated this stressor as high, The distant sample indicated a few more
difficulties with artificial kidney malfunctions, but their scoring

was quite similar to that of the proximate sample,

ADDITIONAL PROBLEMS

No additional problems were identified by this sample. The
responses rééarding the problem resolution questions Wwere very consis-
tent, The respondents indicated that théy received direct assiétancel
from the traihing center in all hecessary cases, No othér methods of
prbblem fesolution were suggested or discussed by the sample. One
respondent indicated thét patience was an invaludble attribute related '
to the continuous adaptation to home dialysis; There‘weré no indica-
tions of network support linkages among the patient p0pul§tion, and no
mention §f assi;tance.from other home dialysis patients reéiding in the

areao.

SUMMARY

Ma jor difficulties identified b& this saﬁple weie‘similar in many
respec£s to those problems cited by the distant sample., The differences.
in stressor idgntification between the samples were primarily related
tq the presence or absence of training center support; The lqck of
group support fromlother Patients in the citylor vicinity also cohtri—
buted to some differences in problems and their resolutions. |

The parﬁicular problems of increased difficulty related to the

'Washington sample such as sexual difficulties, restriction of social
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activities, and relationships with friends were closelj related to
interpérsonal situations, The difficulties identified by the diétant
sample ﬁere more close}y related to distance from the training center,

The proximate-gioﬁp aid not‘appear'to exhibit,thé traits éﬁch as
independence, leadership and self-suffiéiency éhat were so.prominent in
the distant sample, However, it must»Be”remembered/thét the data
collected pertaining to the proximate.sample wés not as cqmprehénsive

as the data gathered in terms to the distant sample.
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CHAPTER 5

LIMITATIONS, CONCLUSIONS AND RECOMMENDATIONS

INTRODUCTION

The purpose of the study was to investigate some of the difficul-
ties concerning home dialysis patients who resided at a distance from _
their home training center, and to determine what some of the resolu-
tions and coping strategies related to thisvdistance have been;

In previous chapters, the rationale for the study, related litera-
ture, and actual implemehtation of the project were discussed. In the
final chapter, the author will présent some of the conclusions drawn
from the study, some of the implications for nursing, and propose

recommendations for further investigation.

LIMITATIONS

Sample Size
The distant sample consisted of 15 home dialysis patients residing

at 200 miles or more from the home training center. This was the total
population of distant home dialysis patients. All the patients in this
sample were interviewed by the author.

The proximate sa@ple consisted of 18 home dialysis patients who
resided within 5 miles of the home training center. There were six
résponses out of the 18 possible respondents, and in this case the

checklist and questionnaire were administered by mail rather than by
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-direct interview. The response percentage ( 33 per cent) was too

small to generalize to the total population of the proximate sample.

Data Collection Inétruments

The data collection instruments were developed through the utiliza-
tion of three major sources of information:
1.) Home dialysis problems described by a home patient with
whom the researcher worked on an individual basis prior

to the study;

2.) Dialysis problems directly observed by the reseércher
during her employment on an in-center dialysis team;

3.) Home dialysis problems cited in the literature.
' The various problems pertaining to dialysis were then compiled and
categorized into the checklist format.

Reliability and validity of the data collection instruments are
questionable not only due to the fact that the tool was not pre-
tested,.but also to the variation in the administration of the tool
between samples. The differénce between direct interview and mail
completion of the tools accounted for a 1arge gap in the description
of detail related to the identifiéd stressors. Also, since total
populations were utilized in both samples, it was not possible to
actually pre-test the research instruments prior to the initiation
of the study. This situation could also account for sbﬁe faults in
the accuracy of the. tool. There were also a couple of identified
stressors whicﬁ could have been combined in order to prevent over-

lapping and redundancy of description related to these stressors.
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Employment and financial difficultiee could be included as "Financial
Difficulties" alone. Femily problems related to home dial&sisfceuld
have been omittedo No respondents actually indicated any new or
different stressors related to this problem ca£egoryo

‘ In terms of the sample responses, the distant saﬁﬁle was Very
" open in communicating their.problems and cohcerns° The proximate
sample, however, eithe£ do not perceive themselves as having mahy prob-
leme, or they,are reluctant to shere their problems fully With the
researcher; Tt was difficult for them to share speeific concerns due .
.to the lack of any previous contact with the researcher, and the
difference in the instrument administration.

There were several interactions between the researcher and members

of the distant group prior to the study.

CONCLUSIONS AND RECOMMENDATIONS

Conclusions ‘
The three basic questions related to the study were:’ 1;) What
are the mest freqﬁeﬁtly enceuntered‘p:oblems of home dieiysis patients
who reside’at a distance of at least 50 miles from the home trainiﬁg
center?; 2;) What.aie some of +the resolﬁtions‘patients have.used in
coping with‘dietance from the center?; 3;) Are there differences in
kinds of probleme'and resolutions experienced by dialysis patients who

live in proximity to the training center and those who reside at a

distance from the center?
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The researcher had several oppoitunities to meet with the distant
sample in both formal and informal settings. In 4pril, 1979, a work-
shop for héme dialysis patients affiliated with a distant training |
cénter was held., Many of the home dialysis batients in the distant
sample, as well as some of the members'éf the proximate sample,
attended this gathering, This was the only opportunity the researcher

had to directly observe members of both samples, The distant group was

: réferred to several times by physicians and members of the health care

staff as the "independent" group., The distant group also displayed a
great deal of knowledge related to their treatment, and an outstanding
group cohesiveness, The proximate group was more difficult to evaluate,
They did not display the éroup participation so apparent in the dis-
tant group. The distant sample was very cooperative during all inter- .
views, and welcomed the rééearcher with' much openness and hqnest& in .
all encounters both formal (interviews, and kidney association meetings),

and informal (association social gatherings)., The researcher was intro~

. duced ‘at one of the'mohthly association meetings, and her projéct

endorsed openly by the members of the aséociationa

The stressors rated most highly by the distaﬁt sample included: .
dependence on partner; needle insertion difficulties; headaches, cramp-
ing, etco; finances; mobility and recreation; fear/anxiety; and family
disiuption during home dialysis traininéo

It was the author’s initial expeétaiion that the patients living

far from a center would experience more stress associated with the’
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home dialysis situation due to distance from the center. Mechahiéal-

- and medical difficulties were not as highly rated as some .0of the psychof-
social stressors related to dependence, family disruption, finances and
anxiety. Those mechanical and medical stressors related to distance
 were cited as-supply and equipment delivery problems, machine malfunc-
tions and needié insertion difficulties; The stressors were contri-
butéry'to inérease@ feelings of anxlety by the hohe patient,

'Primary reéolutions utilized in coping with the distance related
streésors were describéd in terms of indigenous pétient support systems
and direct contéct with the training center. The patients not only
offerred assistahce concerning their problems tolone another on an
individual basis, fut alsb developed an actively functioning formai
.support organization., The Kidney Patients Associaiion_of Montang,

Five Valleys Chapter was organized to provide some of the necessary
local support and assistance for home patients and their families by
_pfomoting many social and recreational activitieé‘amongrgroup membefs,
and by facilitating communication among home dialysis~patieﬁts and

. families, the medical community and residents of the state of Montané,n
Direct contact with the‘training cehter for assistance was also utilized
_ by the distaﬁt group as a coping strategy{ but not to the same extent

és active patient support methods; Traits sgch as leadership; seif—
sufficienc&, independenée and self-knowledge were features markedly

exhibited by this sample,
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The stressors identified by the comparison samplé.who reside Within‘
50 ﬁiles of the training center wexre siﬁilar in certain réspects and
quite variant in others, Some of the ﬁajor_stressors such as depend-
ence, mobility and recreation, headaches, cramping, etc., Were'identi—_.‘

_fied . as difficulties by both groups and, according to related literature,

were problems common to most home dialysis patients. Some of the medical

problems such as needle insertion difficulties were given low rating by
the more proximate group, due fo mére rapid‘manageability in terms of
closeness to medical help, There were fewer concerns féiated to deli-
very of equipment and supplies and family disruption during traipingo
Fea¥/anxiet& was alsé a problem of very low rating. These resﬁonses
were consistent with the author's expectations regarding proximate
home dialysis care. |

. However, some of the psycho-social problems such aé restriction
of sociai activities and relationships with friends were more highly
scored by the proximate groups Because the proximate group had easy'-
access to the center there was no preésure toward developing a support
groﬁp.or toward invol?ing‘peers in the solutions of problemso. The
group experiehcedté greater degree of social isolation due to their
illneés even though tﬁey.Were closer to tﬁe trainiﬁg cenﬁér..

Another interesting difference between the groups existed regarding

.distance perceptioh; The proximate sample tended to regard any iocation

within a 30 mile radius of the training center close, whereas most of




126 |
the distant sample percelved distances in the range of 200 to 900 miles
as close. Variations ih urban/rural distance orlentatlon might explain
these interpretationsohl ‘
| DifferenCé%tin problemﬁresolufion were quite apparent betwéen the
'groups. The proximaté samplé cited all reéolﬁ£ibns tp identified .
stressors in terms of contact with the training center. There were no
' referénces to utilization of any forms of patient support networks,

The absence of indigenous patient support systems, and tﬁe reliance of
thé group on assistance.from the training cehter may aécount for
increased difficulty wifh interpersonal interactiopso The distant
support group increased the flexibility and long term coping of every
kidney patient in the area. The difference raises a questlon about
rural people being better equipped to cope with some kinds of stress
than urban people because rural people do not have the services avail-
'abie to become dependent on., It is a general belief that.rural'people
walt longer to consult a physician. Perhaps at the current state of
medical expertise they axre better off in not calling on a medical
specialist as frequently as their counterparts in urban areas;

_ The findings indicate that theré are definite differences between .
the.samples in problems:and Iesolutions; It was initially béliefed
that the patieﬁts residing within pfoximity to the_fraining center
would not only.have fewer dialysisvrelated problems, but‘woﬁld aiso'
have better integrated and developed adaptational coping ékills.: How-

ever, the "isolated" or distant group did not necessarily experience
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more stressors related to dialysis, just different-stressors, and have
effected many successful strategies for problem resolutfon and general
adaptation to the distance situatfona The group. develoPed 1ndependent
and innovative coping strategies to compensate for dlstant location,

and developed network linkages based on mutual needs to share concerns

and provide éncouragement.

Nursing Implications

The patient’s personality, life expectations, family situation,
and.relationshiﬁ with the health careiteam all directly influence the
degree to which successful adaptation to the home aialysis environmént
will occur. In order to facilitate effective adaptation to routlne
dialys1s, it is necessary for the nurse to understand the factors
related to 1ong term maintenance'dlalysiso The nurse must have an
honest appreciation of the problems encountered by the home patient
and must realize that‘many patients have developed successful coping
_strategies ahd self—suff1c1ent life styles in spite of chronlc 111nessu

Nurses worklng directly w1th home dialys1s patients must constantly
'seek'improved means of assistance for the dialysis patient and family,
Group sessions for patients, spouses and families, intermittent_home,
visits, provision of respite for the home dialysis partner, and ongoing
emotional sﬁppozt are a necessary part of complete care, This is true
Rarticulamiy‘in termslof the 'patient who resides at a distance from

the training center,
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Those nurses'working intermittently with home dialysis patients

such as 1n a clinic or acute care setting must also be. continually
aware‘of the unique en?ironment in which hpme dialysis patients
normally function. The nurse must actively seek input from thé patient
énd family concerning their home dialysis, and must theﬁ utilize this
information to its maximum potential, Totally individualized care must
be provided based on the needs and experiences of the home patient.
In this way, a mutual rapport between patient and professional can be-
established, |

| Because 1t makes more options available for different patterns of
living, every effort should be made to promote aﬁd support the develop-
ment and maintenance of patient support groups, Support of the patient
requiring long term care must be provided in terms of the ongoing life
alterations experienced by the patient. The health care team must find
ways of promoting support from within the professional establishment,

as well as from within the patient group.

Recommendations

'Thére have been few studies directly relatea to'thé problems and
experiences of the'home dialysis patiént who resides at a substantial
distance from the home training-center; Tﬁé Montana samfle was a group
6f pétients who fuﬁctiéﬁed in this unique circumsﬁanqe,:and who havé'
developed unique methods of coping with the situafion; Based 6ﬁ the -

findings from the present study, the author proposes several
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recomﬁendations. The recommendations relate to improvéments in the

study, as well as suggestions for improvéd care of the home dialysis

Pa’tient °

Implications for further study are aiso included. The author

recommends that:

1.)

34)

More complete data be obtained from the.proximate group

through inclusion of individual interviews, A larger

proximate samble is also necessary in order to provide

" a more complete comparison between the populations,

Comparable projects be conducted in other states with
large populat%ons of rural home dialyéis patients,
Studies could be done regarding rurai versus urban
population perceptions in terms of home dialysis prob-
lems, distgnce orientation, and de&elopment of adapta-

tional skills, Larger populations must be utilized in

"oider to draw adequate comparisons, and the research tool

would need to be refined to reduce overlapping of cate-
gories, | :
Utilization of the current dialysis capabilities within
the state of‘Montana’should be reseazcﬁed with~particula£"
emphasis plaéed on-differences befween in—ceﬁtei and home
dialysis treatment facilities; A project could be doné

similar to this one, with utilization of a Montana

‘training center instead of an out of state facility,
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The feasibility of more adequate back-up support for home

dialysis patients who reside at distances from the center

within the Missoula area should be researched. The

researcher believes, however,lthat although a home

training cdenter in the Missoula area would be beneficial

in terms of new home dialysis patients; other methods
of support seem more feasible. ‘The small number of new
home dialysis patignts per yéar does not suppo;t the
develépment,ahd maintenance of a successfully functioning
comprehensive unit. The use of a mobile unif, such as
oné used in rural areas of.Colorado (Sundahl, 1975)
could also be an alternative method of back-up éupport
for home patients. |

A mobile unit could be staffed by nﬁrses trained
speéificglly in home dialysis techhiques. It would
function as a support unit for patiénté who are experl-
encing difficulties at home, and‘wpuldlpfovide inter-
mittent respite for home dialysié partners, Some of
the home dialysis patiéhts in the vicinity have obtained
extra machine parts and equipment'over the years and
would pefhaps bg willing to assist in‘the devélobmen£
of such a unit, The kidney patients iﬁ the local area
would be an invaluable aid in the development of such -

a project.
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5.,) More comprehensive studies need to be done invesfigating
the differences between rural and urban p0pulatibns iﬁ
terms of distance interpretation and percepfion of
. access to medical care based on these interpretations, -
6.) The foimation, development and inner mechdnisms involving
péfient support networks be examined in relation to
adaptational and coping strategies, and"as alternative
methods of home dialysis back-up support. Specific
studies coﬁld»be conducted: concerning kidney patients
who have developed their own‘support groups. They
could be longitudinally compared Witﬁ'patients who
have no support groups.
The stﬁdy of many of these areas would not only promote further
, insight into‘£he dialysis situation in an area such as Montang; bgt |
would also frovide implications related to the impro?ement of nufsing

care for rural residents in general,
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APPENDIX A
‘DIALYSIS PROBLEM CHECKLIST

This is a checklist'df Probiems you may have possibly had during your
first six months of home dialysis, and may still be having now. Please
read through them, and have in mind when we meet for our interview,
which of them you may have had or are experiencing now, and how serious
they have been to you, On a scale of 1, 2, 3, L, 5, please rate the
ones you have had according to how serious they were or are for you, 5
being the most serious, and 1, the least serious. When we meet for the
interview, we can discuss what you think, and you .can add any other .
problems I may not have included. If you have any questions prior to
our meeting, please call me at 258-6431,
Please check problems, then pléce number next to check mark.
Mechanical problems:

machine malfunctions

artificial kidhey malfunctions (such as coil leaks)

power fallures

faulfy equipment of any kind (including I.V. sété, needles and
syringes, etc.)

supply and equipment problems

any other problems not included

Medical problems:

______needle insertion A fficulties

______access problems, including infection of site -
low blood pressure while on the machiné

headaches, crampihg, nausea, vomiting during the run (Indicate
any other problems you have encountered during dialysis Tuns. )

heart irregularities
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air emboli

high blood pressure '

Other problems:'u
____diet

dependénce on partner/assistant

finances

sleep disturbances

sexual'difficulties

depression

fear/anxiety:(concerning the disease, or concerning diélysis)

restriction of soclal activities - |
______disfuption of family during training
_____family problems related £o home dialysis

mobility, vacatlons and recreation

relationships with friends

What might have-helped.you to resolve these problems more easily?

L
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APPENDIX B

DEMOGRAPHIC DATA-

The purpose of this form is to gather some basic,infbrmation about each
participant in the study. There is no need for you‘to‘write your name,

Please complété'the following:

1o
20
30
b

6.
7o

. 9o

11,

12,

- 13.

Age Number of dialysis runs per week
' Amount of time per run

Sex : . Occupation

Length of time you have been on hemodialysis

Se.

Length of time you have been on home hemodialysis

Community of which you consider yourself a resident

Place of home dialysis training

Approximate distance from your home to your home training center

8,

10..

'Single'or doub1e needle

Home dialysis partner (list relationship of person to you)

Is this the same person with whom you home trained? If no,
explain. ' ‘

Type of dialysis machine

From whom is the machine leased?. Expléin,

From whom are supplies and equipment obtained

Type'of blood access site




14,

15.

164

17,

18,

A
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Is this your original dlalysis site. If no, explain.

Do you consider your home dialysis training center as close or
far away? Explain,

What do you consider close? What do you consider far away?

Do you feel that you receive adequate support and care from your
home dialysis training center? Explain.

length of time spent in home dialysis training

(Gircle) Prefer: home dialysis

center dlalysis
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APPENDI'XC |
'CONSENT FORM

I ' » . agree to complete the

enclosed forms by Teresa E, Shyder,Aand to paxticipate in the study
described in'this let£ero‘ T understand that any information obtained
in this sfudy will be strictly confidential, and will only be used for
purposes concerning this study, and that my name will not be usea in

any way, other than an indication of consent for this study.-

Name (printed)

(signed) [

Date
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APPENDIX D

MONTANA COVER LETTER

Box 459
Bonner, Montana 59823
June 10, 1979

Dear

I am writing this letter to ask for your help, I am a’registered nurse
working on my Master®s Degree in Nursing from Montana State University,

and have also worked as a dialysis nurse. During this time, it has
come to my attention that there are some very needed improvements in
the care of home dialysis patients, especially those people who are
situated far away from their home training center, or any back-up
center for that matter. I am going to conduct a study dealing with
.this situation, and hopefully, from the results of ‘the study, some
better forms of care can begin to be provided for the home patient.

What I will need to do in order to conduct the study, is interview many
home dialysis patients regarding their experiences on home dialysis~—-
particularly those experlences dealing with the first six months of
home d1a1y51so

. Your name was gliven to me by Dr. John Reiter of Missoula as a possible
participant for the study. Your assistance in this study is greatly-
needed, and would be very much appreciated. It is strictly voluntary
on your part, and complete confidentiality is guaranteed in all matters
concerning the study. Enclosed 1s a consent form for you to sign, if
you would be willing to assist me with this., Please let me know as
" soon as possible, If you have any questions concerning the study,
please feel free to write to me at Box 459, Bonner, Montana 59823; or
call me collect at (406). 258-6431. Thank you very much,

’ ' Sincerely,

Teresa E., Snyder, R, N.
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APPENDIX E

REVISED CHECKLIST

This is a checklist of problems you may have possibly had during your
first six months of home dialysis, and may still be having now, Please
read through them and decide which of them you may have. had or are '
experiencing now, and how serious they have been to you, On a scale of
1, 2, 3, 4, 5, please rate. the onés you have had accordlng to how
serious they were or are to you, 5 being the most serious, and 1, the
least serious, Place the numbers in the spaces provided before each
problem, Please add any other problems I may not have included.

Please place the number next to each prdbiemg and explain why it was a
problem and what you did about it.

Mechanical problems:
machine malfunctions

artificial kidney malfunctions (such as leaks, fauly connections,
etCn) ' .

power fallures

faulty equipment of any kind (1nclud1ng I.V. sets, needles and
syringes, etc.)

supply and equipment problems

Medical pfoblems;
needle insertion difficulties (hematomas 1ncludedj-
access préblems, ihcluding infection of site or clofting
low blood pressure Wﬁile on the machine or immediately after
headaches, cramping, nausea, vomiting'during the run
heart 1rregular1t1es

air emboli
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______ high blood pressure
Please indicate any other problems you have encountered during
“dialysis runs,
Other problems:
____diet
dependence on dialysis partner
finances
______employment (Is spouse employed? If so, due to necessity or choice?)
sleep disturbances
_____sexual difficulties

depression

fear/anxiety (concerning dialyzing at home, or concerning renal
disease) :

reétriction‘of social activities
_____ disruption of‘family during training
_______family problems related to home dialysis
mobility, vacations and recreation
. relationships with friends
Any problems not mentioned

What did you or do you usually do if you have a dialysis problem, or
question?

What might have helped you to resolve these problems moré easily?

What has helped you to resolve the problem?
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APPENDIX F
IETTER TO SPOKANE

Box 459
Bonner, Montana 59823
July 11, 1979

I am writing this letter to ask for your help., I am a registered nurse
working on my Master's Degree in Nursing from Montana State University,
and have also worked as a dialysis nurse. During this time, it has
.come to my attention that there are some needed improvements in the
care.of home dialysis patients, especially those people who are situa-
ted faxr away from their home training center, or any back-up center
for that matter. I am going to conduct a study dealing with this
situation, and hopefully, from the results of the study; some better
forms of care can begin to be provided for the home patlent.

What I will need to do in order to conduct the study, is to gather
information from many home dialysis patients, both close and far away
from their home dialysis training centers, regarding their experiences
on home dialysis--particularly those experiences dealing with the first
six months of dialysis.

Your ass1stance in this study is greatly needed, and would be very much
appreciated. It is strictly voluntary on your part, and complete con-
fidentiality 1s guaranteed in all matters concerning the study.
Enclosed is a consent foxm for you to sign, if you would be w1111ng to
assist me with this project. Please let me know as soon as possible,
Also enclosed are the two forms I will need to have you complete, -and
return to me in the self-addressed, stamped envelope. The consent .form
can also be included in this. If you have any questions concerning the
study, please feel free to write to me at Box 459, Bonnexr, Montana

59823; or call me collect at (406) 258-6431, If there are no questions,

please fill out the enclosed forms and return them to me as soon as
possible. Thank you very much,

Please return by 15 August, 1979. Thank you.

Sincerely,

~ Enclosures: 3 ' - Teresa E, Snydei, R. N.

(|
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