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A Partnership of Caring
i

A Blueprint for Social Action

The future of social service in the 1980's appears bleak. Decreasing resources
and increasing needs suggest that social ﬁbrkers will need to be creative and
adventurous in seeking effecti--e means of social action. One such means hinges
oi. the recogni;ion of the informal negwork systemsﬂamang consun;rs?of social
service and the development of a partnership for social action between the’
formal service system and these‘ipformal networks;

In the past it has generally been the pr;ctice to view the infornél and the
formal networks in an adversary role. Forig; serv%?e personnel have suggested

that consumer self-Relp groups lack knowledge, professional ability or skills

,and,'perhaps pose a threat to the credibility of the professional role. 1In

turn the consumers have tended to form coalitions in defense against the''over
bureaucratized" social service system, accusing the trained worker of incomp-
etenge and lack of feeling and of hiding behind the jargon of social work
terminology. Gussow and Tracy suggest that such groups in their formatioa
represent ''a substantial consumer response-to a basic inadeé&acy in the clas-
sical (aedical).caréusystenh...."(l) Existence of thes; client/consumer groups
alongside the formal service systems is often perilous.

At best, consumers would agree with Alfred Katz when, in referring to self-
help graups, he suggests that "the greatest daAger is that of éo-opggtion i
nf the groups by professionals which would defeat the groupg'purpos; and

destroy their distinctive character." (2)

i

s

1. Gussow Z. Tracy GS: "Voluntary Self Help health organizations: A study
in human support systems."” New Orleans. June 1972.

2. Alfred H. Katz:- ' Self Help Groups" Encyclopedia of Social Work, 17th ed. o :

Vol, 2. Washington, D.C. 1977,
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‘Development of a Consumer's Social Action group

) | L2)v :

The social and econmonic climate can no longer afford us this adversary role.
Collaboration is necessary for advocacy on behalf of improved and increased
services to meet clients needs. Means of forging effective partnerships for

social action, in which the formal and infofmal networks are separate but

—-——— - —

equal must be found In observing the growth of one such informal network
i

" and its relationship to the social service professionals, three cond1t1ons

for a'"successful' development of such a partnership appear necessary. These

4

are:
1. Mutual goals e
o
2. Recognition "and respect of each other's specific strengths and skills.

3. Mutual need for each other's skills and services in order to attain the
" desired goals. ‘

F
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- The Community Service Society Natural Supports Program was inititated in 1976

as a research- demonstration project providing 1nd1V1dual service to fan111es
caring for frail older relatives in their homes. Three years later add1t10na1

group services were provided, funded under a-.grant from the Administration on

o4 . : f_ s
Aging. The program grew out of the belief that families provide an enormous

amount of care to their frail elderly, enabling them to remain at home in their

own communities. PFurtiher it was believed that the act of caring may result in

»

severe pressures-financial, practical and emotional - and that ‘the provision of
some formal services can help in alleviating these pressures. At no time were

the formal services to act as gubtitutes tn the informal services being provided:

The sérvices offered - homecare, respite, education, skill training, counseling’

and peer support - were designed to ease the tensions of providing cave, fhereby

strenthening the caregivers and allowing them to continue in their caring role.

3. Founded in 1848, the Community Service Societv of New York is one of the
largest non profit,non sectarian social service~agencies in tae U.S.

5. The program was funded in part by a grant #02-AM4802 fromﬁthe Model- Pro;ects -

_on Aamm. U.S. Dept. of Health -and Human Services. —
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Caregivers, both 'relatives and qeighbors of fr;il elderly persons, entered the>
N.S.P. program in search of concrete services - homecare, eptitlement advocacy,
coun;eling. ‘Once fhese‘immediate needs were met, caregivers tgnded to remain
--involved with-group services because of the peer support an&#;utﬁir"éia‘théy
received from others in similar situationS?g For many there was then a third
stage, that of social action. A pattern began to emerge. First came the
inner-directed search for concrete services to meet immediate needé,‘followed
by an involvemeng in peer support, leading to an outer-directed desire for - -
social action. As one participant exclaimed ''Talking is not enough we need
to do something.". | |

OQut of this stated need, a small group of caregivers was convened for the

purpose of forming a social action group. It is the development of this - ‘ ';

"Careéivers Network" and its relationship to the formal service network that
is of interest here. -+ . .
The"'Caregivers Network'thds followed a pattern of‘developnent remarkably
sinilar to that followed by the individual caregivers in their relationship
to the program. For the first few months of its existence, the'"Nétwork",
e\numbering‘approxinately 8 persons,'get monthly and discussgd its purpose.
- There remained uncertainty as to its abilities, functions and role in the
Qindg of the members who expressed ambivalence as to iheir ability to alter o
an existiﬁg system or even as to what specific changes they should seek.
Intenestéélin,“;mpowering the natural supports" as advocated by Rep. Biaggg

the staff facilitator, sought to educate the members. The Network met with

experts-in the fields of entitlements, home care and lobbying. Armed with ;
A} E
agreement as to the areas of deepest concern to them - hcmecare, transportation, B

financial aid - the members then entered a period of examining how they could
best affect change. A negative aspect to the group's development at this time
5. Mellor, J. and Getzel, G. "Stress and Service Needs of those who Care for the

Aged" presented at the 33rd Annual Scientific Meeting of the Gerontological
_ Society. San Diego, Nov. 1980. -5 o E

T I - _ J— .

6. See "Future Direction for Aging Policy: A Human Service Model." Report by the ' |
sub committee on Human Services of the select committee on Aging, U.S. House of
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was that the original membership appeared unable to attract new members. It

was difficult to encourage new members to join as long as the "Network" was

umble to point to any specific action, or even to explain nself but yet

the members felt 1t was irpossible to take action without an influx of new
members. " We can't do anything unless we have 'lore people." It became
> " the task of the staff facilitators, in the ensuing | months, to develop l;:tion 7
© steps, encourage their fulfillment and infuse meabers with a belief in their
collegtive powerZ/‘*Opportmities to testify before legislators occurred. Notwotk
mbers were encouraged to participlte and their activities widely publicised

in tho Network newsletter. This all served to confirm the group's \effectimess.

A lajur developmental step occured :pproxhately one year after the group s
fomtion, when. 4 members acco-pan:led by 2 staff persons, travelud to l!uhingtmt.
D C. to testify before the U.S. House of- Representatives Select Co-ittee on
Aging. Only 1 staff mesber and 1 network member had the opportunity to speak '
out publicly, however ;11 4 Network iabors were able to méet, with the Committee

chairpcrson. Senator cmade Pappor and the .day, filled with slur-d travelling
hours, a lengthy late lunch and the excitement of accomplishment, served to

unite staff and uﬂgivars in a common purpose. This senge of accoqlishnnt )
carried over to the weeks lhoad and inspired the tam Network mborship with

& sense of direction. " We gave Washington something to think about and, do= -
you know, Senator Pepper agreed with what we said.” -

Education, shared peer experisnce and then social action. Indeed, at this point
the Network was able to participate in a My of Asocialﬁ action missions ie:
letter writing, lobbying at the State Capitol, testifying at -ini. White House
Conferences on Aging and eutrucl) for new sembers. ' This period co'incidcd with

the award of a foundation grant which provided:for the hiring of afpu-t’-tln
staff person to work solely with the Network. This, as well as allowing grutcr ‘f

S —

, mﬁeiliuﬂm butmd & sense of ucoptaneo aad self-worth upon the Iabers.
Kc T e - e =
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Two years after its inception. by June 1981 the Network nnbers felt strong enough

to plan and host an annual reception for cu"egivers. Hitherto, this had been the
province of the N.S.P. staff. At this time, too, the Network moved towards formal
orginization with membership cards, a 'printed bréchure and caregiver Suttons - all :
_visible proof of the Na_'twork's'existenca. ‘ In spite of tl_:e members earlier feeling
that nothing could be ncconpl}shed without greater nmbezjs. the mmber of active
perticipants had incressed only slightly during this period and yet a great deal
had occurred. The aceeqallshuni:s attracted "new" members and so, even as the

serviee pr;agru. wh:lch had initially brought the ;elbcrs together, was terminating,

the Network grouwp bem to expand. The original core of members was encouraged

-

by the Presence of newcomers and steps were ttkon to fomli:e the organization
oven further with sub cc-iteecs. work ms and elected officials. Thm
ornniutioul steps were advocated and agreed upon by the members thasclves.
Devel of a Coalition of Servicc

Stmultaneously with the development of the Caregivers Network, there was a
parallel development occurring among the formal service network. Initially
N.S.P. staff were aware intheory of the role of caregivers and the stresses
that could rosul: but a period of education m“mesu'ry for staff to under-
stand what caregiving.really meant. It was the caregivers themselves who
‘taught that though the lack of cop;;rote service - homecare, transportation’
etc. - was s real hardship, .tho ymhol-iug stra:ss factor was the loss of
self-identity. In devoting time and energy to a frail older person, the
caregiver loses perspective of hislher own self and lives " u‘ifgliving

someone elses u_fo."

This can result in anger and frustration, consequent guilt and a further
heightening of the lack of nlf-mth.\ " Do you think f could be accused
of abuse? Sometimes I do get so worn down that i get angry and shout at
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workers was that the caregiver, in caring for a frail older person, is feir;g
faced with the reality of his/her own inevitable aging, possible extreme
fraility and death. " What if I become senile too. My father has been Senile
since he was 60 and I'm alveady 58 years old." These aspects, so vividly
portrayed and examined by the caregivers, were an educatio:x to staff who were
learning while they -os.ilultaneously facilitated peer suppsort groups and advised
the Network in the erel of social action.

The second or peer support stage was also experienced by the prot_'essional staff,

| In their role of providers of service to caregivers, they sought to emine the
_-optimum methods of service and to use, each othern's strenith; in their work. The
“small mumber of staff involved in the program allowed for a collegial atmosphere.
Group workers conferred with caseworkers for direction and caseworkers turned to
group 2outreech workers for linkage to comuunity resources. : This shering of]mowl-
ledge and mutual aid-in solving work/practice situations vas never formalized but
became a distinct mode of o;m'.ma within the staff group. Workers from other
agencies interested in developing service for caregivers, reeched out to the -
N.S.P. etaff for advice and eonsultetion. In social work terminology, this was
cel“led technical assistance but the type of aid that workers sought from each
other eround understanding each others problems closely resembled the peer sup-
port phase experienced by the Caregivers Network.

As with the Network member this technicsl assistance or peer support ishese
led the social service workers towards an expressed need for social action.
With the reslization lt a city wide'conference, that caregivers needs and
those of their elderiy are not met by the svailable services and \dth the
further reeognitioﬂ that staff from several agencies were identifying the
same gaps and deficiancies in serviee_s. came the : ~ted desire to form a

coalition for social action. s
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Consequently, for almost a year now, a number of socinl service workérs,
__Tepresentatives frol various _agencies and organizations, have not on a regular

— 7
blsis for tho mo purposes as that of the Caregivers Network.

Discussioo, -
Formed for the same purpose and forged by_the same expgri;ncos, noithor the
Caregivers Network nor the professionsl toalition, seek o join forces and
unite in one action group although collaboration is desired and experienced.
Staff workors facilitating ooch group confer reqularly with each othor, ex-
clunging helpful infomtion os neodgd l!oprosentativos from each action
group attend each others mtings. providing [ linsion. Members of the
-coalition alert the Network Ioﬂ»ors to upcoming logislation and legislative "
hearings and provide opportmutios for caregivers to speak cut at seminars

and wori:shops. The Network members, in turn, provide the coalition with living
case histories to substantiafe their cause. Members from each group join ’
fotces to pu-ticipato in ndia‘intervim and letter writing cupaigns.

Each group, while benefiting from thisa closo.ovon sylbotic, relaéoiship, is
sware that its own effectiveness lios in uintaining a separate idontitx. A
‘lcrging of the -two groups could result in loss of powe™ The challenge lios

in determining at what point effective collsboration is'in danger of bocouing
co-optation of one group by the otlier.

The partnership doscri_bod here between the formal service providers and the
ct;nsmrs, between the social action coolitim and the Caregivers' Network,

is still in the process of developing. However the ‘growth of the partnership

to this point can be attributed to the existence of the three conditions stated

earlier.

Matual Goals

——

S

Caregivers, consumers of existing services, and the formsl service providers

are agreed on the need for increased homecare, transportation, medical and

respite services. ' 9 ,,’

‘7. Hudis, Gutwill, Mellor, Jaffee '  Formal and Informal Caroghm-s of tho Elderly: |
%?m Prototypc " pronntod at First Mnuol Mtg. of N B Gorontologiul Soc.
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«  _ Each group also feels thatipublic recdgnition,ofr%he-—ceﬁﬂ\ii;g constituency . a
i necessary before further services will be made available.  The Network members, -,
is perticuhr. we're auzed while listening to testimony before legislators to

. heer professioﬁals' state the ceregivers needs for home care and respite in their

)

S very own terms. This helped to velidete their own feelings and statements. In

=

turn the service providers, efter emining the &beoreticel basis of caregivers'
.needs at a_conference, wers galvanized into specifying service ob;ectives after

hearing "fron caregivers .tlgelsel\{es. describing th.elir personal situtuations. | .
Shared goals and realisation ‘;f this results in 'lutuel respect for each others' . c\,,
.activities N fer tp/sthony provided by ~°the prefessienel coalition hastens the Network'
cause and lette{' writing campaigns by the Network members enhences the coelition s

¢ own steteuenys .

reeog(ize‘ end acknowlege the strengths of the other. The professional social
° 7/

worier is sware that only the caregiver can really-understand the caregiving

’ 7 };/situetion end ‘can speak from a base of personel exper:lence,. The professional

requires education by the ceregiver In return the caregiver recognises that
the social worker possesses skills such as entitlement knowledge, knowledge of 4
pertinent legislation and experience in writing and testify}ng on social welfare - s

-

issues, *

The Network can develop a ;evsletter for its members but it is the pmfegsieml
that has access to printing and mailing facilities thus enabling th\e Network to
reach out to a greater mmber of people. The caregiver has experience, at the

" front line, of the problems that can exist when home care is deficient, while the
pr'éfeliionel. holds‘ knowledge of whom to involve in creative changs.

Mutual need for each other's skills and services in order to attain the desired goals. -

Closely allied to recognition and respect of each others’ skills, is a mutual need
for each others' strengths, expertise end services. Even prior to~ the formation of

B aeem ea:iee ﬁe@ the ceregims require servieee ee anow th- to pertieipete ’
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et-even the no,‘tt el'enentery level. Zimmer refers to an "enabling ms .
provided by service providers by which is meant the availability of finencial aid
for honecere and transporteeion to allow the caregiver to attend l;eetings. Also .
included in these enebling services are entltlemen*t edvo\cncv . counseling and
.-+ education - ell of which ley be useful to aid a caregiver in mqving through
the initial educetionel stage towards perticipet‘on in social action. '
g2 'Beyond these enebling s,ervices directed towards the individuel _sonsumer, the §
'professionel' serviee provider possessess skills and strenths needed by the
‘Net'ork as a orzeniution.‘ 'l‘he'professionel' fecili)t’etor -provides neeting '
. space and is ereileble :o help. in, drefting letters, researching issues and

; conveying inforution to- Network lelbers The Network cen turn to representatives
/

of the formal service network for aid in presenting its position, for knowledge 7
of opportunities to testify and for means of co-ordineting and organizing ectivi’ties. 7—{
sThe formel srrvice metwork, involved in secial action, requires such ,that can dnly . E
1 - : Be provided by the ceregivers thensel'ves. 'Qleir role in educeting tie professiomx
T has already been stressed. ‘l'he ceregivers, as ‘an orgenizetionj for social actiom, else’%

' possess a committment boin of need, a verecity and effect which providés a zgress \‘

roots 'inpect for chenge. ln order to _present evivid ce’se before legisletors, ‘the ]
o 'professionel neods ceregivers to portray s personal experience. Dnring one notable
7 lobbying dey at the Stete Cepitol a legisletor listened politely to a number of _
social workers but it was the consumer cer%giver, speaking from experience who drew N
.the greetest reaction - applause from the social workers and response from the leg- "
isletor who went on to sponsor a pertinent bill in sthe next legisletive session.

The Ceregivers Network needs the professional social worker to provide staff \ -

-functions and to set its needs into the wider frenework\ofsociel services,

vhile tt{e coalition’ of providers needs the ceregiver to provide reelisn and credibility

Swmary | 11 Lo .
Shared goels.é respect t‘or each other and mutusl need for eech other strengths .

~ 3

. 8. Zimeer, A, "Mdvocacy for the Aged and their Families. The Balance of Informal
- = and Fﬂ! Supports" - presentad at National Confarenca sn Asing. Naehwilla Tame




(10)

and skills provide a climate for the developnent of a partnership.ﬂ The.
partnership described here, though still developing. is predicated upon
these conditions end as idng as these condftionsf continue to exist, tne
partrership between ‘the‘ foml. and the informal networks for social action
s likeiy to continue and its chances of success in meeting the objectives
' will be maximised. : -
) Hhether the objectives are fimlly acconplished or not, the two partners

" already provide a vital service for each oher by validating each other's
: role. Recognition. of the caregivers needs by the service providers is ’
professioml validation giving the caregivers a sense of constituency. In -
turn the professional service providers find.justification and credibi}ity
- through tne caregiver/cgi‘\-l validation of their efforts. In the finnl
-analysis perhaps it is this\validction of each other that will contriogte‘ '

most to the endurance and effectiveness of the ;artnership.’

. ‘ I November 5, 1981




