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The Massachusetts Family Gover ned Flexible Family Support Projects

Congderable interest exigsin the drategy of supporting grass roots family
governed family support projects that has occurred within the state of Massachusetts.
This srategy was developed extensvely during the 1990 s and continues in the present.
This paper will atempt to describe and andyze these projects from the viewpoint of the
key lessons they offer for how services of any kind might be developed. 1t should be
recognized that the Stuaion in Massachusetts is adynamic one, and it is quite possble
that events may overtake this quite limited portrayd of conditions there.

This drategy developed initidly in the region of western Massachusettsin the
form of severd pilat projects It eventudly spread quite widdy throughout thet region
and quickly, though not nearly as extengvely, took hold in various indtances in the other
four regions of the gate's Department of Mentd Retardation. All of what hed first begun
as pilot projects became permanent ongoing community sarvices. The earliest projects
were, by the year 2000, over adecade old, and the total number of such projects of this
kind in the date is estimated to be from 30-50 projects of dl different Szesand focd
groups. It isesimated that these projects now serve many thousands of families. Thereis,
a present, no statewide compilation of the core data concerning these initiatives.

These projects devel oped with cond derable momentum in western Massachusetts,
asthe success and exanrple of one project simulated the development of another. Very



early in this process, family groups organized around the ethnic and cultura needs of
minorities, quickly saw the merit of the gpproach, and thus spawned initiativesin the
Higpanic, Haitian and Cambodian communities, to be followed later by other minorities
in the State. The period of rgpid growth of these projects largely cameto an end by the
mid 1990's, though avery smal number of new projects continued to form in the Boston
metropolitan region and in western Massachustts

There are many drategies that can be summoned to assist with the empowerment
of families. Consequently, this particular srategy should be seen as being able to co-exis
with and benefit from other ddliberate empowerment drategies. For ingance, the
condderable efforts by proponents of families to ensure thet people from linguistic
minorities could access family education, leadership deve opment and family support
savicesin thar own language has been dramaticdly successful where attempted in
Massachusdtts. This srategy has been very much hdped by the ability of culturd and
linguigtic minorities to desgn and oversee their own family support, aswell as participate
with greet prominence and ease in maindream family organizations

The programs described here, aswell as the systemic srategies that made these
outcomes possible, are very pogtivein the bendfits that have flowed from them.
Neverthdess, in describing a Stuation such as this where progress has been both red and
enduring, it isaso important to note that what may exist “in principle’ or *“on paper” may
nat be present quite asfully in practice. The ingance of Massachusetts is no different.
Familiesin Massachusatts by no meansfed secure that they are entirdy in an empowered
role, even if there are presently many advantagesin their Stuations that they can point to.
Families continue to encounter dl sorts of people, Stuations and attitudes that are often
hodtile to the kinds of ethos and ethic described here. They dso widdy perceive that thelr
relative pogtion is eroding in the State and isin need of defense. Neverthdess, the gains
and advantages presented here have endured and are il in effect for the moment. What
the future may bring i, of course, to be determined.

The essantid principles that underlie thisflexible family governed support
Srategy have aso been present in various guises within some services in Massachuseits
that families rdy on beyond family support. Thiswould include transportation,
resdentia services, day services, employment and so forth. This paper will not take up
these, though their ethicd and philosophica foundations and practices would condtitute a
kind of dlied or “sse” effort to srengthen the influence of service usars and families
These presently lack some eements of the overarching bureaucratic legitimacy and
protection that the M assachusetts Department of Menta Retardation Family Support
Guiddines provide, but they nonethdess condtitute along etablished and sgnificant
minority of the mainstream services in Massachusatts. Nonethdess, they sharethe
insacurity of being tolerated by the maingtream, but a times without much robust officid
or professond enthusasm for thar ams.

The Essential Features Of The Family Gover ned Family Support Projects



Trug That Families Can Subgtantially Defineand Prioritize Their Own
Needs Themselves

A defining ethic of these projects, which was eventualy incorporated officially
into the State' s Family Support Guiddines, was thet families were cgpable of, and ought
to be the key definers of what “family support” should mean in their particular instance.

It sarted from the premise thet families were qudified to define their needs, aswdl as
craft adaptive responses to them. Further, it posited that professionas were not necessary
for this purpose, nor ought they be put in a pogtion of having more authority on these
metters than the families themsdlves

It did not mean that professionas were unwelcome, just thet they would play a
role only asindividud families thought best. It did not presume that families were
infdlible, or that they wouldn't benefit from the assstance of othersin defining and
mesting their needs. It Smply gave families the recognition and respongibility to bethe
authors of their own family support srategy. It isaso important to note thet this premise
incorporated aview of families as dill learning, rather than that they were invariably

expert on many maters.

It would be useful to note that this ethic aso captures the sense thet families are
not merdly family support “problems’ waiting to be solved. Rather, families are seen as
having their own strengths, credtivity and resilience, that can be tapped into aspart of
meeting the family’ s needs. This might be put as an emphads on families not being seen
as 0lely “deficits’ but as adso having “ cgpacities’. It dso means an opennessto families
as being people who will behave responsbly and whose sewardship of thar family
members best interests should not be reflexively doubted.

An “Open Menu” Of Family Support

The overriding principle isthat these projects do not provide a“fixed” or pre
determined menu of services, but rather that the support thet is offered is defined by the
people served. Some people refer to this asthe “whatever it takes’ principle. Priorities
and needs arise from each family on afamily-by-family bass These needs, and the
priorities that families may give them, are the basis of cregting “family support”.
Conssquently, virtudly nothing is exduded from the category “family support” if thet is
how families define it. It is often noted that what may make senseto afamily, from its
viewpoint “ingde’ that family may often puzzle outdders. However, there are often quite
good, but nat aways obvious reasons why families have had to act asthey have.

The Flexibility Of Family Support

Thefamily support that results from the family governed projectsis not “fixed”
into invariant categories, nor isit something thet has to be recaived in a set pattern such
as“X” numbers of hours per month or week. Families have the option to vary what they
receive daily, weekly, monthly or in any pettern that best suitstheir family. Mogt families
do not require such ultimete flexibility, but the option is there for them should it be



needed. It is not assumed by thisthat an infinity of family support resources are available.
On the contrary, such resources are seemingly dway's scarce, so the meaning of
flexibility in this context isin its reference to flexibility in regard to what is avalable or

in hand. Part of the advantage of flexibility in the “how to” of recaiving support isthet it
permits the needs of families to change unexpectedly from one point in time to another.
Consquently, the plan of family support can be changed amost as eesily.

Families Ought To Govern Family Support Services. The Mechanics Of This

It followed from the granting to families of trust and confidence, & leest asa
darting premise such as the principle of pogtive presumption in an honor system, thet
families should have the guiding authority in the shaping of family support. Thistook
two basic forms. Thefirg was that family support projects, initiated by groups of families
were formed and largely controlled or “governed’ by these same families. These families
arose or came together as groups, in amyriad of ways, some expedient, some
thoughtfully and others quite casudly. Almost away's there was some manner of
fadlitation involved.

These family groups were characterized in various ways by their nesds and
arcumgtances. Often, the communities they came from were lacking in some of the
supports they needed. Often these communities were ethnic, culturd or linguigtic
minority communities and thus the projects were defined by these factors. These included
projects for inner aity African Americans, Cambodian, Chinese, Vietnamese, Russan,
Higpanic, Haitian and other groups. In other ingdtances, families from these same
backgrounds were successfully supported to be part of existing family support projects.

Sometimes the defining need was nat variables such as these, but rather other
needs of family such as geography, (there were quiite different chalenges thet families
faced in rurad and smal communities), the age of the families, (there was one project just
for widows over 70 years of age with disabled offspring il living & home), particular
priorities, (there was one project for intensvein- home medica care for familieswith
family members with sgnificant hedlth issues, aregiond project having various concerns
relaing to autism) and so on.

The projects were typicaly governed by some sort of overseaing committee, thet
was dected from the families who were the projects “membership”. Almogt univerdly,
the projects were not incorporated. They usudly entered into what were quite diginctive
“hodting” or auspice arangements. These commonly took the form of semi-autonomous
internd “mini-projects’, within the legd framework of existing not for profit
organizations.

Thee
organizationswould act asa“hogt” for the project, and the specific terms of this hogting
were negotiated between the families and the organi zation concerned. For the most part,
these projects operated outsde of the normd chain of command and Sructures of the
given agency. They usudly functioned quite autonomoudy in this regard. Importantly,
they could dect to leave the hogt organization and find another if they ware disstisfied



with the way the hogting relationship transpired. This happened only rarely, asthe host
agencies, by and large, respected the need for the projects to function under family rather

than agency governance.

The Department of Mental Retardation, as the key funder of family support,
upported these arrangements in severd important adminigrative ways. One wasto
esntidly transfer family support funds to the overdl control of families viathese
projects. The second was to permit family proj ects to change hogting organizations,
These arrangements were accomplished through the Department’ s norma contracting for
service mechanisms and were not specificaly addressed in the State' s guiddines.
Neverthdess, as amatter of practice, the funder has accommodated such requests. In
these contractud arrangements, the host agency acted legdly asthe designated agency
funded to provide family support, but did so via the mechaniam of afamily governed
project. The projects had to abide with dl state imposad obligations on service providers.

In practice, dmost dl of the projects had their “own” saff to help them
accomplish thework of the project that they hired, guided and let go as the case may be.
Inalegd sense, these employees were employed by the agency, but the agency delegated
their supervison to the family governed projects.

Thefamily governed projectslive under the same contracting, audit and funding
regtrictions as any other funded service though the average participaing family may
never notice mogt of these Since either the host agency or the projects own gteff typically
handles most of these bureaucratic demands All of the projects establish their own form
of governance, establish who is a participating family, set their own priorities based on
the needs of the families and gear their spending accordingly.

These arrangements occur under the authority of thefunder’s  guiddines, the
“Family Support Guiddines’ of the Massachusetts Department of Mental Retardation.
This document, (dill in effect), contains guiding principles that authorize flexible family
support and the use of any public funds designated by the Departments area and regiond
sarvice contracting officids for this purpose. Public funds are trandferred via the ustel
purchase of service arangementsto digible agencies. Once in the agendies, the host
arrangements take over, and the contral of the fundsis delegated to the participating
family governance mechaniam that then distributes resources to each family according to
individud need.

The amount of funding received by each project is negotiated with the funder
annualy, depending on need. Individua families can request both direct cash assstance
from these projects, as wdl as generd assistance in defining their needs, accessang other
resources and o on. Thereisno upper “caling” for agiven family asto what amount of
funds they are digible for, though the average family would receive only modest support
of less than $1000.00 per annum. Nonetheless, there are families served whose needs are
30 extengve that they receive many tens of thousands of dollars of support eech year.
Each family negatiates their funding with the project governance group, usudly with the
assistance of project saff. Insome of the earlier and quite smdl projects, the families



smply divided the available funds equelly, as they hed difficulty coming up whet
rationales for an uneven digribution thet reflected differing family need.

The project asawhole, usudly involving the hogt agency, dedls with the funder
on budgetary matters. Once the project recelves an annud dlocation it mug, like
everyone ds=in the world, live within this budget. Each particpating family must submit
an annud one page report on what it hes done with the resources it received that year.
Other then thet, the individud family has no other “officid” obligaions. In some
projects, participating families are urged by the project itsdlf, to attend occasond
mestings, but thisis not arequirement in the officdd Guiddines of the Commonwedth of
Massachusetts.

One obligation of only some participating families, specificaly those receiving
more than $3000.00 per year, isto keep receipts. Families below this threshold do not
usudly have to do this as a dipulation of the State Guiddines. Neverthdess, in some
ingtances, the host agency may request that this be done due to the host agency’ s unique
surmises about what other regulatory State agencies might consider prudent, such asthe
State Auditor. The “cdose scrutiny” monitoring mechanisms, such astracking receipts,
meake the most economic sense only in regards to the reaively small percentage of
familieswhose dlotment isin the “big ticket” range.

In effect, the projects oversee and hold families accountable, and could
concealvably act to redrict their use of fundsif problems developed. Thisisamost
unheard of in practice, given that most problems are ironed out informaly, if they occur
a dl. It was origindly a greet worry amongst many persons that families ought not to be
trusted with cash assistance, as they would invariably do something irrespongible or even
crimina with such funds. To the credit of families overal, such conduct has been
virtudly unheard of, and easily resolved when detected. It isared possibility, but at such
avery low percentage of families, that managing this sort of problem does not figure very
prominently in @ther the Guiddines or dally practice. Curioudy, people unfamiliar with
the actud operation of these programs, are the ones mogt likdly to rasethisissue.

An Appraisal Of The Benefits Of These Projects

These projects have produced many benefits that may not be immediately
aoparent. They are briefly noted and discussed here, with aview to esablishing their
importance. Some of the bendfits are for the individuas served and others relate more to
thelr programmetic or sysems related benefits.

Direct Family Related Benefits:
The Projects Affirm The Value Of Families
The process of sypporting a person with adisability, in the context of the usud

drains of family life these days, ought not to be underestimated in terms of what it tekes.
Inevitably, many families can become worn out to Some degree by the respongibilities



involved, and the many hasdes involved with the plethora of agendies, professonds and
bureaucracies this entails, can be quite demordizing. Consequently, hidden amongdt the
pressing needs of these families, isaneed that their labors, commitment, worry and
resourcefulness be given worth and vaue.

Not surprisngly, one of the comments mede regularly by participating families, is
the pleasure and comfort it brings to them to be able to ded with a project that vaues and
afirmsthem. Thisis not unique to these projects as such afirmation may come through
other means. Nonethdess, a cartain weight must be given to their rdief to be ableto ded
with people, they describe as being, “people who one does't have to explain thingsto”,
I.e. other families“like us’. In this sense the projects are dearly “family friendly”,
irrepective of any other practica benefit that may come with them. It isaso sgnificant
thet the family is“trusted” as a garting point, rather than automaticaly being presumed
to be a pathology waiting to hgppen. Thisis affirming of the premise that they both have
the capacity to do the right thing and likdly will do so when given the chance.

Families Are Not As|solated

It has long been recognized that people function immeasurably better when they
arerecaving regular socid support, whether thisisformd or informd or both. The
families associated with these projects receive, as akind of autometic benfit of
participation, immediate entry into avery extensve, and usudly quite supportive,
network of highly connected and resourceful families and, by extenson, their persond,
professond, and even politica dlies This hgppenswith little fanfare, but it does offer to
these persons the many practicd advantages that come with being able to tap into these
many resources they might never access otherwise.

Itisvery interesting, as can be seen in the case of the regiond autism project, that
many digible families, (upwards of 25%), have actudly declined the use of cash
assigance in favor of other non-cash socid supports, such as newdetters and support
groups, that better address what they fed thar family actudly needs most. Thiswould be
counterintuitive for many cynics, who fed that most people would never turn down cash.
In fact, the Massachusetts experience shows aroutine willingness by familiesto return
resources that they have aready been dlocated but thet they discover they now do not
need. When asked why they do this, they reply that perhgps another family might need
these more than they had thought they would.

They Get Highly Relevant And Very Needed Family Support

Since the resources they receive are S0 acutely directed to precisely where, and in
wheat pecific form and amount, and at the best possible timing for theindividud family,
the family support islikdly to be highly effective. Itisnot just thet it arrives, it dso
arivesin away thet is degply empowering for the family and where they bdieveit will
do the most good. Thisis said notwithstanding the rdaive pittance thet many families
get. The important point to note is that, no matter what they receive, the chances of it
being used rdevantly is very high. The modd itsdf predicts this to some degree, but the



very fact thet families have adecided interest in not squandering whet they receive, given
that they would smply be injuring themsalves The satisfaction of their needs, evento a
degree, isavery srong incentive.

The FamiliesHave Virtually No Direct Bureaucratic I nvolvement With The
Funder

Though it may seem srange to some people to cite this as a bendfit, itisa
condderable advantage for the familiesto not have to interact with another bureaucracy
and yet nonethe ess benefit from the service it authorizes. The DMR Guiddine related
requirements of the participating family are, for the majority, smply ametter of being
cartified once as digible for sarvice, completing annualy asmple one- page report on
ther use of the sarvice, and petitioning the local project for service at least once ayear.
All of these contacts are largely done through the locdl project, and therefore the family
does not have to interact with state bureaucracy. Given the frustrations most families
have with having to penetrate and comply with multiple bureaucracies, this advantage
risesto anew levd of “consumer friendly” sgnificance.

The gate bureaucracy is ill there, operating in the background, but the
participating family is not required to “interface’ or interact with it. In fact, the operating
principleistypicaly that such interactions are handled by the host agency. Thisisno
accident, Snce the Family Support Guiddines of the Sate were written to ddiberatdy
minimize family interaction with buresucracy, induding that of the host agency. The net
result isthat families are “ shielded” from bureaucracy in the sense that they dmost never
seeit or haveto ded with it. Conseguently, for the family, they get the benefit of ahighly
desirable, flexible and respongve service without much “exposure to bureaucracy”
persond cogt. For the funder, the arrangement works well, given that the host agencies
aretypicdly quite schooled in meeting their routine bureaucratic demands.

The Family Can Personally Define, Invent and Improvise “ Family Support”

The universa experience of sarvice users, of dl sorts of systems, isthat of having
tofit into a system that was not designed by you. Even if the designers of the sysem are
wedl intentioned, there is dways arisk that they will desgn systemsto meet their own
sense of what is needed. It isaso very probable that they will design asystem for the
generd use of many people and thus cregte a uniform or standardized service that
compdsusarsto “fit in”. The principle of the lowest common denominator then has
dominance. Thiswill come a the cost of addressing dl of the complexity and variability
that neverthdess exigsin the population being served.

The advantage of these projectsisthat each person’s supports are unique to them
in the sense that they grow directly out of the family’s Stuation and needs. The
participating family does not have to take into account what other families are or are not
doing when it comes to devigng their own family support. Part of thisis achieved
through the flexibility of having the programs resources in the highly flexible form of
“cash assgtance’. Another reason isthat the family is unencumbered by having to take



othersinto account, and can thus focus on their own issues unresarvedly. In the end they
improvise with what resources they are able to obtain.

In setting things up o that the family is the fundamenta definer and designer of
family support, it greetly, if not dmost completdly, reducesthe risk that a person
unrdaed to the family, (i.e a“sranger™), somehow has more authority then the family to
define and shagpe what is needed. Such people can be taken advantage of as a professond
resource a will by familiesif they are thought to be able to be helpful, but thisis quite
different from giving to such people contralling say over defining what the family needs
Itistruethat families fill have to petition the project itself for resources, but they can
largely set the terms of what they need and how thiswill be addressed.

The Family’s Cultural and Linguistic Context |s Respected And Influential

The mgority group in apopulation dways have the advantage that comeswith
grester numbers. It should be no surprise that mgority status brings with it atendency to
domination relaive to minorities. Y et in the context of these projectsin Massachusdts,
there has arisen through the “mini- project” mechaniam, the ability to creste family
support projects thet return the authority in family support back to the minority culturd or
linguidic group. In doing S0, agreet ded of the disadvantage of being in asmal minority
disgppears. In redity, the projects are largely unregtricted in shaping family support so
that it fits the cultural sengitivities and parameters of the minority culture as defined by
the people themselves.

It should be noted that, for the broader minority community from which these
families are drawn, these projects both serve as an edifying and empowering example of
dignified Hf-hdp and asavery practica way in which
Highly practical needs are addressed. This advantage may even extend to dasses of
society in the sense that the needs of poor people do differ from the more affluent.
Consequently, a common reporting anecdotaly of how resources got used did show that
poorer families devoted agreater percentage of their family support to “necessties’. This
is not unexpected, and reflects the family’ s aaility, (and thet of familiessmilarly
pogitioned), to meke the find determination of what isa priority in their livesasthey see
it. Even better, they were far less obligated to judtify their choices and va ues to someone
who was an “outsder” to their culture, traditions and language. Thiswas a dear result of
the fruits of the “podtive presumption” principle & work.

Indirect Benefits:
The Sability Of The Family Governed Projects

Many people might be tempted to think thet such citizen run, grass roots projects
would ultimately prove to be undependable and thus impractica. The opposite has
proven to be the case. None of the projects established thus far has elther collgpsed or
been forced into dissolution through its own ineptness or misguided conduct. In fact, they
al remain vitd and viable over adecade later. Theimportance of thisisthet it isnow



quite possible to examine the use of this Strategy, not as an experimentd or pilot srategy,
but as a possible ongoing way in which services might be organized.

In saying this, it is not meant to suggest that any such project could not
conceivably become fatdly ungable. On the contrary, anything human can fal. However,
these projects have established credibility viatheir actud performance over time, where it
isonly reasonable to note thet they do not suffer from any evident inherent instability,
and arein fact remarkably sable. Thisis said with the qualifying note that, not only have
the participating families acocounted for this, it has d<o likely been very hdpful thet the
Department of Mental Retardetion has remained as steadfadt in its support for this
approach. Further, the host agendies have aso dearly been very important in taking much
of the taxing work out of these projects through considerable, though frequently
unnoticed, practica assistance and support. Thus, the projects need to be seen in this
supportive systemic context, rather than asa” sand done’ drategy.

The Projects Are Extremely Cost Effective

Since the resources go where they do the most good, and since they result in such
high approva by thar users, these projects represent an exceptiond vauein terms of the
use of public dollars. They dso are generdly very inexpensve to adminigter, in the sense
that they are typicaly not carrying alot of overhead. Some might wonder whether the
“proliferation” of samdl projectsis wasteful and duplicative. It must be remembered in the
response to this possble worry, that not a sngle new agency was crested by this strategy
sancethey dl use exiding agencies Thus, there is absolutely no duplication &t the
organizationd levd. It isaso important to note thet dl thet is different isthet these
projects are administered by the agenciesin a dightly different way from their usud
practice. This change actualy produces mor e benfit for the family at roughly the same
or less cost. Thusthe projects are more cost-beneficid as opposad to being more codlly.

It is aso worth noting that once a person,( whether adult or child), leaves the care
and support of thar family, and entersinto aresdentid service, (i.e they areformadly
“resdentidized”), then the cost to the funder for their support typicaly rises
dramatically. Thistrue both in that fiscd year, and particularly if one caculates the multi-
year codts of such care. This can amount to many tens of thousands of dallarsin agiven
year, and may nat, in athoroughly dinicd sense, actudly mean that they are better off in
terms of what they actudly need. In fact, there are countless individuals who have aplace
to live who do not have much of alife upon dose scrutiny.

The Projects Develop And Educate A “ Reservoir” Congtituency Of
Connected And Informed Families And Family Leaders

Itisfar lesslikdy that familieswill “get log” in the sysem if they are connected
to aproject of thiskind, snce these projects provide such acrucia preventative resource
for them. They are much more likely to get to what they need, and thus do not present to
the system as a potentialy expensive “criss’. Asther needs are met, they dso become
educated asto how to get these needs met in the future, indluding al sorts of ways thet



fal outsde of the forma systemsi.e “naturd supports’. In thisway the familiesare
extracting the value they need from whatever is available both formally and informally.

This srategy helps create an educated congtituency relative to services, and
frequently helps produce the kind of informed family lesders thet are needed for sensble
advocacy and the eventud mohbilizing of the authorities behind unmet needs It istrue
that this may mean that many families might lose their passivity and naivete rdative to
the sysemsthey use, but with the advantage of dlowing for there to independently
develop, within the community, a congtituency for change and improvement. This
educated corgtituency ultimately means the eventua emergence of a better sysem,
though &t the price of some informed dissent concerning the present one.

This System Permits“ Bottom Up” And Person Centered Service Design

A great difficulty that syslems experience is that they often work in a“top down”
way. Infact, thisiswidely the case despite many aspirations to the contrary. This Srategy
has largdy avoided this danger by delegating sufficient authority to the projects and the
individud families o thet they only rardly haveto go “up into” the system to get
permission for what they need. In thisway authority rests “close to the ground” and the
system then can operate in away that dlows the person and their family to shape what
happens. The sysem can, in theory, Sep in a any point and overturn thisif it is
concerned, but it need not manage the universe “from above’ snce mog of the decisons
are made very, very closeto the people themselves.

The Sysem Adds Value And Options With Each Satidfied Family

By permitting familiesto play adecidve rolein creating nesded support options
the sysem is condantly re-inventing itself in the direction of greeter rlevance. Thisdone
not with some overdl innovation plan but rather by |etting the innovators be the people
closest to the need. Each option that they develop that succeeds in essence setsanew
benchmark of what is on offer by the system. |.e. the poal of options grows. In this sep-
by-sep way a better sysem of family support, driven by needs and individud variaion,
comesinto being.

The Limits Of The M assachusetts Family Governed Flexible Family Support
Strategy

Technical Assstance To Families For Spawning I nnovation

All sygems have their limits and this one is no exception. Limits are not dways
weeknesses, but may smply be the thresholds under which something maintains its
vaidity. In this case, the creativity of whet happens at the grassroots leve ishugdy
influenced by the kind of support and assistance that the familiesreceive. A given family
might have some potentia for innovation and wise action but thisis lessened
congderably where they are not provided with the simuli of ingpiration, critical counsd
and exposure to the exemplary. Even with these, innovation is herd to expect asaroutine
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metter. Obvioudy, many familieswill not redlize what is possble, or may reguire quite a
bit of reassuranceto try thingsthat are out of the ordinary.

The Possibly Hidden Problems Of Relying On Formal Family Supports

It isaso ameatter of Some ambivalence asto whether the introduction of formal
family supportsto families may act to undercut afamily’ s rdiance on the “ naturd”
supports of their community and culture. For instance, one very experienced advoceate of
Puerto Rican heritage noted the strong and persstent determination of families from this
background to keep their family member a home and ensconced in their Puerto Rican
sub-community. She wondered whether the acoeptance of formd family supports, even
of a“family friendly” verson of thiskind, was the beginning of an “ Americanization” or
assmilation of these families to the maingtream rdiance of families on agendesand
sysemsi.e “dienthood’, rather than their “naturd” supports and community. She
foresaw the danger of unwittingly forfating the passibly hidden or ungppreciated
advantages of culture and community. In this she had many alies anongst maindream
activigs who were aso worried about the possibility of undercutting and losing natura
upports and becoming clients of impersond bureaucracies.

Eroson Of The*“Family Friendly” Ethosand Values

Thisassmilaion issue is not restricted to cultural matters as many supporters of
these projects also saw akind of “reverseinnovation” process a work. They saw thisin
that the more conventiond bureaucratic sysems that these projectsinterfaced with were
gradudly having the effect of reconverting these projects back into traditional
agency/manager/ professondly controlled projects by very smdl increments. This
“dipping backwards’ was viewed as largely an unintentiona process, but worrisome
nonetheess. Given that the core underlying ethics of consumer and family influence and
governance were seen as being so weakly understood and supported in these “externd”
systems, the proponents of these projects foresaw the gradua erosion of the projects
ability to sugtain thar “counterculture’ of “family friendly” ways without the help of a
new round of officid and professond endorsement of these vdues. This concern
included both the host agencies and the M assachuseits Department of Menta Retardation
but was ds0 seen as coming from other maingtream sources aswell.

Limited Financial Resour ces Devoted To Family Support

It isdso true that flexibility, empowerment and technicd assstance can only go
asfar asthe resources available to work with. If one needs more than that which is
available then needs cannot be met, no matter how ingenious oneis. It isimportant to
remember that the family support system described here does not offer the average
participating family al thet much in net dollar terms. The western Massachusetts average
per capita expenditure per family is gpproximately $1200.00. In redlity, the family
upport sysem isfunded proportionately, of al the services that the State agency funds,
at the lowest leve. Family support expenditures have dso grown at adower rate than
have other services It very much reflects the low gatus of both families and family



support not only in Massachusetts, but rather more broadly in North Americaasa
function of the unconscious biases of professona and managerid drategies. In other
cases, some of the projects are comparatively very expensve on a*“per person” bass, as
the persons needing assistance require o much more than what might be revedled by the
generd averages. Neverthdess, this has to be baanced against whet they might cost if
served in g, (usudly more expensive), conventiona sarvice.

The Difficulty Of Meeting Fundamental Needs Potently

As has been pointed out previoudy, it is cartainly unwise to assgn cash as
somehow a panaceafor what many families actualy may need, particularly when the
amounts are o trifling. It isaso unredidic to expect thet families somehow mydicaly
know about Srategies, solutions or even mindsats that could be hdpful for them. Thus,
“need” is better seen as being a subject that requires congderable interpretation and re-
interpretation, asthe life of afamily unfolds Families are not datic in elther what they
may need, or in their perspectives on their own needs. This argues for the merits of a
system such as destribed here that permits families and their dlies to change their minds
and prioritiesirrepective of the common bureauicratic preference for unchangesbility and
uniformity.

Limits On Family Leadership And Project Capacity

Anather limit isthe amount of family leedership available & any given time and
the potentid demands placed on thisfinite pool by the demands of the projects
themselves for people to innovate, lead and govern. This has not surfaced asafad
limitation, but the efforts by familiesto create and sustain these projects are codlly to
them persondly even if the system does not see this However, if the system hasthe
wisdom to add on supplementd “people building” investmentsin family leadership,
education and technica assgtance then these limits are rardly troublesome. The famiilies,
and the projects they joined in such large numbers, should be seen as having had to
provide for thisleadership and ingenuity from within their scant resources. These
“people’ resources have at times been increasingly taxed by the sysem assigning its most
difficult family emergency Stuations to these projects to solve. This conditutesin itsown
way akind of inadvertent systemic “responghility dumping” thet is quite out of
proportion to whet their comparatively tiny infrastructure resources can sustain on an
ongoing bags. Itisacredit to their competence and ingenuity thet they have actudly
succeeded quite remarkably in adaptively managing what to the system would have been
aworrisome “emergency”.

Emerging Advocacy Rdated Conflicts Of Interests

Itisnot dl that surprising that many of these projects have chosenfamily
membersto be ther gaff. Often these individuds are some of the most articulate and
compeling of the available poal of family leaders. Neverthdess, this places such persons
in acongderable conflict of interest when it comes to them being able to quite as
independently advocate for their own family or the families of others. The lack of new
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emergent and rigoroudy independent family advocacy groups willing to teckle the
authorities sraight on in Massachusetts may be partialy rdaed to this unintended
“dructurd” inhibition. At the sametime, the mobilization of families doesrequire
independent family organizations spedificaly set up for such an intentiondly conflictive
role. These have not been widdy attempted, as yet, in Massachusetts.

The Building Of Future Family L eader ship and Influence

To the credit of the Massachusetts system, there has been a Seady investment in
each region in supporting families to creste their own family |leadership education series
for over adecade mow and involving thousands of families There have beenincreeangly
less targeted resources made available for families to create other educationa and
training initiatives though this has not disgppeared completely. In only one region hed
there been any extensive independent technicd assstance been made avalable to
familiesand thisis no longer in place. Not surprisngly, these factors in combinetion with
abardy discernibleincrease in family support expenditures, has resulted in avirtud halt
in therise of new projects. These limits do not undermine the vaidity of the srategy
itself but they do underline the fact that these gpproaches are very dependent on the
funder and the advocates recognizing their place and virtues.

Conclusion

This paper is an atempt to begin the process of evauating what has been
achieved in this arena over the past decade and longer, so that it may be possble to
formulate an updated agendafor future action. It has been initiated by the family
movement itsdf, though it is dearly of interest to many other partiesthat work in
assodiaion with the families. The chdlenges identified here would be easily recognizable
in many other jurisdictions asthey mirror the Struggle everywhere to come up with
positive and useful ways that service users and their families might get what they need in
an empowering way. The experience of Massachusetts can help to adegreein thisregard
and the catdoguing of thisinitiative contributes to this learning both within and outsde
Massachusetts.
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