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A Brief History of the Lakeland 
Centre for Fetal Alcohol 
Spectrum Disorder  
 
In response to the growing awareness of Fetal Alcohol Spectrum Disorder (FASD) and its 
impact on local residents and communities, a group of concerned agency representatives 
joined together and formed the Lakeland FASD Committee in 1995.  Over the next several 
years, the Committee expanded to cover the entire north eastern region of Alberta and 
focused on providing training, producing and distributing prevention materials and hosting 
regional conferences.   
 
The Committee knew that more needed to be done to support 
individuals and families dealing with FASD but that nothing 
could be provided for them until they could receive an alcohol-
related diagnosis.  The Committee felt that the ground-
breaking multi-disciplinary team diagnostic model used at the 
University of Washington could be used effectively in the local 
region. In 2000 the Committee sent a team of local 
professionals recruited from committed agencies to Seattle to 
receive diagnostic training.  After adapting the model to meet 
local goals and realities, the team began providing diagnostic 
and assessment services to children and families in November 
2000.   
 
The Committee always envisioned diagnostic services across 
the lifespan, so in 2002 an adult diagnostic team was 
launched.  The adult diagnostic model was based on the children’s model with adaptations 
made to better accommodate the needs of adult clients.  However, due to the inability to 
find funding, the first two years of diagnoses for adults were completed without the ability 
to provide follow-up support services to the adult clients and their caregivers which was 
deemed to be a significant gap in service.  In 2004, the Community Support Services 
Branch of the Seniors and Community Supports Ministry agreed to 3 years of funding for 
an Adult Support Coordinator.   
 
In addition to diagnostic and support services to adults with FASD, the Lakeland Centre 
currently operates: 

·  Diagnostic and assessment services for children with follow-up support to families. 
·  Mothers-to-be Mentorship program 
·  Education and training 
·  FASD resource development and distribution 
·  Clearing house for FASD and related information 

 
The balance of this report relates to the services provided post-diagnosis to adults and 
their caregivers and an assessment of the effectiveness of these services. 

Vision Statement:   
The Lakeland FASD 

Society envisions a region 
with no new births of 

FASD and where currently 
affected individuals are 

well supported. 
 

Mission Statement:   
The Lakeland FASD 

Society will establish and 
ensure that information 

about FASD, prevention, 
diagnosis and support 

services are available in 
the Lakeland area. 
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Adults Living With FASD 
 
Fetal Alcohol Syndrome was first named in 1973 and 
identified a variety of characteristics caused by pre-natal 
exposure to alcohol.  The terminology and understanding of 
the syndrome has changed over time and the current term in 
use is Fetal Alcohol Spectrum Disorder (FASD) which 
describes the full spectrum of disabilities resulting from alcohol 
exposure during pregnancy.  This exposure can result in both 
physical and neurological deficits that range in variety and 
severity depending on the amount and frequency of alcohol 
consumed during pregnancy and will be different for each 
individual.   
 
As FASD is a life long medical condition, adults diagnosed 
with one of the five medical diagnoses contained in the 
umbrella term have had long-term experience with some 
combination of the deficits identified at the right.  Left 
unsupported through childhood, adults with these deficits are 
at greater risk of experiencing a host of secondary challenges 
that can include: 
 

·  Mental health problems 
·  Disrupted educational experience 
·  Trouble with the law 
·  Inappropriate sexual behaviour 
·  Alcohol/drug problems 
·  Dependent living 
·  Problems with employment 

 
Many of these deficits, translated into everyday living, present 
adults with FASD with seemingly insurmountable barriers to 
full independent functioning.  The issues that arise from these 
deficits make it difficult to: 
 

·  find and keep employment 
·  maintain adequate housing 
·  parent children appropriately 
·  manage finances 
·  establish healthy social networks 
 

Suffice it to say those diagnosed with FASD will travel a difficult road that begins at birth 
and continues throughout their lives.  Their ability to establish for themselves something 
resembling normal life will depend almost entirely on the support they receive on the 
journey. 

Physical defects can 
include: 

·  Growth retardation 
·  Distinctive facial 

features 
·  Decreased head size 

·  Central nervous 
system dysfunction 

·  Malformation of the 
kidneys, heart, bones, 

vision or auditory 
systems 

·  Dental abnormalities 
·  Immune system 

dysfunction 
 

Neurological defects can 
include: 

·  Problems with memory, 
attention and 

judgment 
·  Poor capacity for 

abstraction 
·  Poor impulse control 
·  Problems with Social 

perception 
·  Receptive and expressive 

language defects 
·  Low IQ, learning 

disabilities and 
cognitive difficulties 

·  Higher than normal pain 
tolerance 

·  Epilepsy 
·  Fine motor impairment 
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Client Support 
 
Prior to the Centre’s development of the Adult Support Coordinator position, supports 
available to adults with FASD fell into two categories: 
 

·  Natural supports – parents or other caregivers, friends, spouses 
·  Community supports – government, non-government, voluntary, community-based 

programs. 
 

 A brief discussion of both is provided next with implications for FASD adult service 
effectiveness 
 
a. Natural support networks 
  
In general terms, the greater the amount of effective support adults with FASD receive in 
managing life’s challenges, the more likely they are to live stable and successful lives, in 
spite of the disabilities that come with FASD.  Many children with FASD are raised by non-
birth parents in foster placements or adoptive homes.  An adult with FASD has come 
through childhood and youth dealing with a wide range of very challenging issues which 
may have severely tested connections to whatever caregivers they may have had.  
Whether these childhood connections continue into adulthood depends on many factors 
and impact the level of support needed by the adult. 
 
The majority of the clients currently receiving services from the Adult Support Coordinator 
spent their childhood in birth parent or extended family homes.  There is, in most cases, no 
functional connection to any “parents” who may have supported the client into adulthood.   
Many of the people included in a client’s support network may themselves have FASD and 
are generally unable to provide positive support.  This issue is discussed later in this 
document. 
 
Some adults with FASD are married or in common-law relationships and receive some 
level of support from a partner or spouse.  In reality these relationships often include 
abuse, addiction and violence which contribute to the dysfunction and trauma that too 
often makes up the lives of adults with FASD.  
 
 
b. Support services provided at the community level 
 
In addition to natural support networks, adults with FASD can access services provided in 
their local communities.  However, FASD-specific services are non-existent and much of 
what is available for adults with other disabilities in the service landscape is not 
appropriate for or accessible by adults with FASD.  Government policy and practice 
knowledge regarding FASD has been limited in its applicability to the reality for many 
adults. 
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While communities in this area vary in their size and availability of services, generally 
speaking the following programs provide services that may be appropriate for FASD 
adults: 
 

·  AADAC 
·  Assured Income for the Severely Handicapped (AISH) 
·  Persons with Developmental Disabilities (PDD) 
·  Human Resources and Employment training 
·  Aboriginal organizations (i.e. Counselling, Child and Family Services, etc.) 
·  Regional Health Authority (including Mental Health, Settlement nurses, family 

nutrition and wellness programs, etc.) 
·  Local agencies (i.e. organizations for people with disabilities, home visitation 

programs, women’s shelters, etc.) 
 
Over the years the service providers in the Lakeland area have been able to access many 
training opportunities regarding FASD due to the mandate of the Lakeland Centre to 
provide this training.  It would be hard to find in the Centre’s service area many service 
providers who do not claim at least a basic level of FASD knowledge.  How well that 
general knowledge translates into being able to create client-specific strategies is 
unknown.  Anecdotal evidence would suggest the need for more work in this area. 
 
In addition to stiff policies and difficult practice structures, FASD clients experience 
significant barriers to accessing services that may be appropriate for them for any number 
of reasons.  Typical barriers to these services include: 

 
·  Past negative experience with bureaucracy – most of these clients have tried and 

failed to access services in the past, making each subsequent attempt more 
difficult. 

 
·  Personal issues which make FASD clients difficult to work with –  past criminal 

experience and incarcerations, volatile outbursts, addictions, history of non-
compliance or not following through with appointments or requirements makes 
agency staff reluctant to work with FASD clients. 

 
·  Transportation to appointments is a significant barrier. 

 
·  Remembering appointments can be difficult for many. 

 
·  Comfort with cultural bureaucracies – Aboriginal clients raised in non-Aboriginal 

foster homes now facing services provided in Aboriginal communities, or 
conversely Aboriginal clients used to dealing with reserve or settlement structures 
now facing non-Aboriginal agencies can all lead to discomfort and reluctance. 

 
In summary, with the significant gaps in both natural and community supports for adults 
with FASD just described, the Centre was faced with the reality that in spite of a good 
diagnosis, nothing was going to change for clients until something could be done to mend 
and fill these significant gaps, hopefully sooner than later. 
 
 
 



 

Evaluation of the Adult Support Coordinator Program  
Lakeland Centre for FASD, Cold Lake Alberta 
May 2007  7 

 

c. Support services provided by the Lakeland Centre for FASD 
 
When the Centre began providing diagnoses for children with FASD, the desire to provide 
parallel services to adults seemed to be the logical next step.  To diagnose without 
providing follow-up support to clients and their families was never considered an ethical 
option for children or adults.  Knowing the deficits faced by adults with FASD, to diagnose 
without providing support to make good connections to the help they needed would not 
bring about any significant change for the client.   
 
The Centre does not have any illusions about the reality of service delivery for this client 
group. Years of trying to facilitate change for FASD clients has lead to some creative 
successes but systemic program-level changes have come slowly and not without 
resistance.  This reality lead to the following basic assumptions that guided the planning of 
the Adult Support Coordinator Program: 
 

·  A diagnosis and follow up services will not provide a cure for FASD and 
involvement with the Adult Support Coordinator was not going to “fix” the clients’ 
problems. 

 
·  Due to the specific deficits caused by pre-natal alcohol exposure, individuals with 

FASD will always need support.  There was no expectation that providing these 
services would move clients towards eventual independence.   

 
·  The very nature of the lives of adults with FASD will ensure that there will always 

be crises.  This is not necessarily a judgment of emotional adequacy to deal with 
normal life challenges, though many will struggle in this regard.  Many adults with 
FASD deal with addiction, abuse, violence and a range of family dysfunction that 
will always present them with ample reason for crises.      

 
In spite of the life long nature of FASD, it was not the goal of the Centre to take on a long-
term case management role for adult clients as it was fully recognized from the beginning 
that such support would be impossible to sustain in the long-term.  Neither was it their 
intent to set up a parallel service system built specifically for FASD needs, but rather to 
enhance and support what currently exists for other adults with disabilities to better fit the 
unique needs of FASD adults. Therefore, the Centre’s goals for supporting adult clients 
post-diagnosis were: 

 
·  To help the adult access the services that would enhance their lives based on the 

recommendations made at the time of diagnosis that were available in their own 
community, and  

 
·  To help the adult establish a support network in their community,  

 
It was also fully understood that the making of these connections would require helping 
service providers expand their capacity to deal with individual FASD client needs, 
advocating on the client’s behalf and helping to manage client crises in the short-term if 
needed. 
 
While support for each client looks different due to the complex interplay between natural 
and community supports and client abilities, the following graphic provides a general 
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snapshot of the intent of the Adult Support Coordinator Program.  The diagram should not 
be interpreted to mean that FASD adults were not previously accessing any supports or 
that community agencies were not attempting to make connections on their own with 
FASD adults, as many had done so to one degree or another.   For the most part, 
however, it wasn’t working well. 

 

                         
 

 
 
What follow-up services look like… 
 
Once a diagnosis is received and recommendations for needed services given, the role of 
the Adult Support Coordinator is to help the adult client and his/her caregivers to access 
the services to which they have been referred.   
 
The funding received from Seniors and Community Supports has provided a full-time 
support worker based in Cold Lake who travels throughout the service area to meet with 
the client and agencies within the clients home area.  The process requires the 
establishment of trust and being available to do what is needed in each case to support in 
the short term and enhance the support available to them in the community in the longer 
term. 
 

Client and his/her 
natural support 

network 

*  

*  

*  

Lakeland Centre Adult Support Services 
SSe 

*  

* = Community agencies with services to offer an 
adult with FASD. 

Solid arrow = existing connections 
Broken arrow = potentially beneficial connections 
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Evaluation 
 
The evaluation of the Adult Support Coordinator Program began 3 years ago with the 
development of a logic model (see Appendix 1).  The model identified outcomes at three 
levels (initial, intermediate, long-term) for the four distinct groups who would be affected by 
program activities, specifically: the clients themselves, their caregivers (or natural 
supports), the community agencies working with these clients, and the system within which 
this work is done.  Eleven specific outcomes and indicators were designed and formed the 
basis for the three primary evaluation questions.   These outcomes are listed below. 
 
Client Outcomes 
 

·  The client engages in planning 
with the Adult Support 
Coordinator and continues to 
participate over time. 

·  The client follows through with 
planned interventions. 

·  The client is “doing better” than at 
the time of diagnosis in each of 8 
domains. 

 
Caregiver Outcomes 
 

·  Caregivers (and the client) better 
understand FASD and the client’s 
abilities. 

·  Caregivers will be able to provide 
better support. 

 
 
 
 
 

Service Provider Outcomes 
 

·  Service providers will know better 
how to work with clients with 
FASD. 

·  Service providers will experience 
increased success based on this 
increased knowledge. 

·  Service providers will feel 
confident in working with clients 
with FASD. 

 
System Level Outcomes 
 

·  The Centre will be able to identify 
service gaps for this client group. 

·  The Centre will advocate for 
policy change and program 
enhancement. 

·  Adults with FASD will have better 
and more accessible services 
available to them. 

 
Overall, the Centre wanted to know: 

 
·  To what extent is the support model effective in increasing client and caregiver 

access to and participation in appropriate and essential services? 
 
·  To what extent does client participation with the Adult Support Coordinator 

contribute to client goal achievement and stability? 
 

·  To what extent is the support model effective in increasing awareness of the 
service needs of alcohol-affected adults and influencing professional practice? 

 
 
 



 

Evaluation of the Adult Support Coordinator Program  
Lakeland Centre for FASD, Cold Lake Alberta 
May 2007  10 

 

a. Evaluation Methodology 
 
The primary methods used to evaluate this program are described below and included: 
 

·  Client interval tracking forms 
·  One-on-one interviews (in-person and telephone) 
·  Document review 
 

These qualitative methods required project staff to provide an assessment of client 
wellbeing, caregiver and service provider assessment of project impact as well as the 
evaluators analysis of data and assessment of project outcomes.  The evaluation did not 
include any quantitative measurements. 
 
1. Measuring Client Outcomes  
 
Based on the desire to help over time and know how the client was responding to the help, 
a client tracking and reporting system was designed around eight specific domains of life 
management deemed to be most challenging for a client with FASD. 
 

·  Emotional Stability – How well 
does the client cope 
emotionally? 

·  Financial Stability- Does the 
client have an income and 
how effective is he/she at 
managing it? 

·  Legal Position- Does the client 
have outstanding issues with 
the law? 

·  Personal Relationships- Does 
the client have a support 
network (formal or informal) 
and how effective is it? 

·  Housing- Is the client housed 
adequately? 

·  Parenting- If the client has children, 
is he/she providing adequate 
parenting? 

·  Employment- Is the client working 
or able to work and seeking 
employment? 

·  Addictions- If the client is 
using/abusing substances, is 
he/she managing it well? 

 
A tracking sheet was used by the Adult Support Coordinator to report at six month 
intervals the client’s status in each of the 8 domains compared to his/her status at the time 
of diagnosis (ranked as “0”). An assessment was made as to how much the client’s current 
situation had improved since diagnosis (+1, +2, +3) or deteriorated since diagnosis (-1, -2, 
-3).  To rate a client on predefined markers of success would not have been appropriate as 
each client’s abilities were different from the next.  The rating was designed  to only 
measure positive or negative progress post-diagnosis in each of the 8 domains. 
 
This 6 month tracking tool also included a rating of the clients engagement with the Adult 
Support Coordinator initially and over-time as well as an assessment of his/her follow-
through with planned interventions.   
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2. Measuring Caregiver Outcomes 
 
At the end of the project, clients were asked to provide the Adult Support Coordinator with 
written consent to have the evaluator contact his/her primary caregiver and invite them to 
participate in a telephone interview regarding the project and the support they had 
received.  A structured interview guide was used. 
 
3. Measuring Service Provider Outcomes 
 
Service providers from each of the communities where a client had been diagnosed were 
interviewed regarding project outcomes.  These interviews were not client-specific as no 
consent had been sought for that level of information sharing, but were designed to be an 
assessment of the project and a discussion of ongoing challenges and concerns with 
providing appropriate supports to adults with FASD. 
 
4. Measuring System Level Outcomes 
 
The Lakeland Centre for FASD staff were interviewed throughout the project and at its 
completion regarding their efforts to advocate and make changes to the system on behalf 
of their own clients and adults with FASD in general.  Documents providing evidence of 
these efforts were provided to the evaluator.   
 
 
b. Evaluation Limitations 
 
The primary method of evaluating client outcomes (6 month interval tracking form) was 
deemed at the time of its design to be adequate given the limited resources available.  
However, we were under no illusions that it would give a complete picture of the progress 
or lack of it for each client.  At best, it would provide a snap shot of the client’s situation at 
the time of the reporting, which may or may not reflect how he/she had been the previous 
week or would be the week following.  A full longitudinal study was not the intent of this 
process.  Our hope was that out of the interval tracking we would be able to make some 
helpful generalizations at the end of the project that would support the Adult Support 
Coordinator’s own assessment of client well-being. 
 
The clients selected to be included in the evaluation were those for whom there was at 
least one year of follow-up tracking information.  This is a small number and unfortunately, 
does not include some clients who experienced more positive outcomes.  To ensure that 
the conclusions reached were not unduly negative, Centre staff were given the opportunity 
to include “success” stories in evaluation meetings and in Appendix 4. 
 
Additionally, there was a staffing change mid-way through the project, and since the 
interval ratings were based on qualitative assessment, it is possible if not probable that this 
change had potential impact on the ratings each received. 
 
c. Evaluation Results 
 
Between May 2004 and October 2006, 15 adults were assessed and given a diagnosis by 
the Lakeland Centre adult diagnostic team.  In addition to these 15, 2 clients who had 
been diagnosed prior to this project were also offered the services of the Adult Support 
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Coordinator. (See Appendix 2 for a demographic description of these clients.) Of the 17 
clients for which there are interval tracking forms, nine have at least one year of follow-up 
data.  Of those nine, three refused initial support from the Adult Services Coordinator and 
no interval tracking was completed.   
 
Whether a client engages with the Adult Support Coordinator at the time of diagnosis is 
influenced by many factors, but is largely dependent on how much he/she perceives the 
need for the support.  For those with a functioning support system, the need to have 
someone help them make the right connections is less apparent.  In other words, the 
choice to not use the services of the Adult Support Coordinator should not be considered a 
failing to the project.    
 
The results of the client, caregiver, agency and system level outcomes are described 
below: 
 
1. Client Outcomes 
 
1.1   The client engages in planning with the Adult Support Coordinator and 
continues to participate over time. 
 
Rationale 
The purpose of the Adult Support Coordinator program is to help clients who are 
diagnosed with FASD to build a support network and find the services that they 
need.  This will only happen to the degree that the client engages with the Adult 
Support Coordinator after the diagnosis.   
 
The Coordinator was asked to assess how well the client had engaged and was 
participating over time at 6 month intervals.  This participation was ranked as “a” if the 
client “showed up” to meet with the Coordinator all or most of the time.  If the client 
maintained contact but was having difficulty participating fully or as much as needed, 
he/she was given a “b” rating.  A “c” meant that the client was not in contact with the 
Coordinator during that time interval and  “d” meant that the client had not been in contact 
for a lengthy period of time and the file was considered inactive.  The following table 
summarizes the results. 
 
 

Engagement with Adult Support Coordinator  
 a. b. c. d.  

6 months (n=6) 3 3 - - 
a = All or most of the 
time 

12 months (n=6) 2 2 - 2 b = Less than needed 
18 months (n=5) 1 2 - 2 c = "missing in action" 

24 months (n=3) 1 1 1 - 
d = File became 
inactive 

 
Generally, for those who chose to engage with the Adult Support Coordinator, the 
engagement decreased over time.  The suggested reasons for this decline may include 
the client’s non-interest in follow-through, difficulty accessing the referred services (as 
previously discussed), the size of the service area covered by the Coordinator making 
timely contact difficult, family dysfunction sabotaging the Coordinator’s efforts, crisis in the 
client’s life, etc.   
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Note that rating scale does not include “e. does not need support” or “f. has become 
independent.”  The decrease in participation over time does not imply moving towards 
independence and was not deemed to be a success.  For a full discussion of the life-long 
support needs of adults with FASD, see the introductory section of this report.   
 
1.2  Client follows through with planned interventions. 
 
Rationale 
At the time of the diagnosis, the diagnostic team makes recommendations to the 
client and his/her caregiver for services that will enhance their assessed skills and 
abilities.  The degree to which the client is able to effectively connect with these 
services in their communities will determine the support they actually receive from 
them. 
 
As indicated in the table below, it is apparent, and not surprising, that clients are more or 
less successful at making the recommended connections to the services in their 
communities.  The diagnostic teams are careful that their recommendations are based on 
the services in the various communities, but as previously discussed, barriers exist for 
clients which impact their ability or willingness to do all that is suggested.  It is also 
important to state that diagnostic recommendations are not mandated services and these 
clients are adults with the right to make choices regarding which services they will utilize.   
 
 

Client followed through with  
recommended services.  

 a. b. c. d.  

6 months (n=6) 1 5 - - a = All 
12 months (n=6) - 4 - 2 b = Some 
18 months (n=5) - 2 1 2 c = None 

24 months (n=3) - 2 1 - 
d = File became 
inactive 

 
 
1.3 The client is “ doing better”  than at the time of diagnosis in each of 8 domains. 
 
Rationale 
While there were no illusions that providing support to adult clients would fix their 
problems or cure their disabilities, there would be no point in providing diagnosis 
and follow-up supports if it weren’t going to, in some way, make each life better.  
 
The following table indicates the summary of client tracking sheets at 12 and 24 months in 
the eight life domains most difficult for adults with FASD.  The most useful interpretation of 
these numbers is in describing the typical life patterns of adults with FASD, even with 
support.  They also lend support to the original assumption that involvement with the 
Coordinator would not “fix” their problems but would perhaps bring less instability over 
time.  The amount of time needed to make that difference was beyond the scope of this 
evaluation and should be the topic of larger research efforts (see recommendation #4). 
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Client progress in life domains at 12 and 24 month intervals. 
 Emotional Finance Legal Relationship Housing Parenting Employment Addictions 
months 12 24 12 24 12 24 12 24 12 24 12 24 12 24 12 24 
Client A -2 -1 2  0 1 -1 -1 0 0 1 1 1 0 0 -1 -1 
Client B -1 * 1 * -1 * -1 * -2 * -1 * 0 * -2 * 
Client C 1 1 2 1 0 0 -1 +1 2 0 0 0 1 -1 -1 1 
Client D -1 * 1 * +1 * 1 * 2 * 0 * -1 * -1 * 
Client E 0 * 2 * 0 * -3 * -3 * -1 * 0 * 1 * 
Client F * * * * * * * * * * * * * * * * 
0= no change since diagnosis 
1 = somewhat better than at diagnosis; 2=significantly better than at diagnosis; 3=exceeded expectations 
-1=somewhat worse than at diagnosis; -2=significantly worse than at diagnosis; -3=situation has collapsed 
* = client was not longer engaged with the Coordinator. 
  
The measurement and reporting of whether the client was “doing better” in the aggregate 
was difficult over the short period of this evaluation.  Clients did better in one area, worse 
in another making the application of overall numbers less than meaningful.  It is also 
incorrect to necessarily link the measurements of “worse” to the work of the Adult Support 
Coordinator or the project in general.  In spite of the Coordinator’s efforts and the projects 
best intentions, FASD adults live a good share of their lives bordering on crisis and 
dysfunction and if a client is less stable than before diagnosis, it is probable that his/her life 
has presented something which has destabilized the situation.  For a sample of client 
stories, see Appendix 4. 
 
2. Caregiver Outcomes 
 
2.1 Caregiver (and client) better understand FASD and client abilities. 
2.2 Caregiver will be able to provide better support. 
 
Rationale 
One of the main goals of this project was to help to establish effective support 
networks around the client, including the client’s natural caregivers.   When all else 
fails, which it often does, a client would be best served by having an effective 
caregiver to provide support and part of the role of the Adult Support Coordinator 
was to strengthen that network. 
 
Clients were asked by the Coordinator to consent to have the evaluator contact the client’s 
caregiver to seek input regarding the program and the Coordinator’s involvement in their 
lives.  Four completed consent forms were received and all four designated caregivers 
were interviewed by the evaluator.  The purpose of the interviews was: 
 

1. To find out from the support person if going through the FASD diagnosis by the 
Lakeland Centre and receiving follow up supports (from the Adult Support 
Coordinator) has helped them and in what ways. 

 
2. To receive their assessment of the client’s functioning at the time of the interview. 

 
3. To determine their ability to continue to provide support to the client 

 
The individuals interviewed included 1 birth mother, two aunts (one who is also the legal 
guardian), and a common-law spouse.  All but one indicated acceptance of the diagnosis 
and appreciation for the follow up support provided saying that it helped them understand 
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the client better. They felt that the client is less frustrated and it helps them manage their 
lives better.  They also mentioned better access to services and support (both AISH and 
the Coordinator).  The one dissenting opinion was an aunt who has limited understanding 
and is suspected of being alcohol-affected as well. 
 
All expressed appreciation for the support that the Coordinator provides.  Particularly 
mentioned were the rides to appointments and that the 
Coordinator listens to both the client and the caregiver and gives 
suggestions on how to get the needed help.   
 
When asked about each client’s future, they all spoke 
emphatically regarding the client’s need for ongoing support.  
And while they are all providing some of that support now, they 
were referring to needed support by someone like the 
Coordinator.  Two were quite discouraged about the future outlook for the clients or their 
own ability to positively impact that outlook.  One in particular indicated that “there is 
nothing anyone can do to help me.” 
 
It should be noted that the concept of family support is a difficult issue.  In many cases, the 
support provided by the broader family is more of a hindrance than a help to the client and 
in some cases the individuals providing this support are suspected of being alcohol-
affected themselves.  Family dysfunction is a generational problem with many of these 
clients and their caregivers so the quality of the support being provided may be marginal at 
best. 
 
When asked what makes the difference between success and ongoing lack of progress 
with FASD adults, the Coordinator indicated that the quality of family support is the largest 
determiner of client success and in cases where the family system is dysfunctional, 
nothing helpful will occur and will often impede client progress. 
 
 
3. Service Provider Outcomes 
 
3.1 Service Providers will know better how to work with clients with FASD. 
3.2 Service providers will experience increased success based on this increased 

knowledge 
3.3 Service providers will feel confident in working with clients with FASD.   

 
Rationale: 
As stated previously, the Lakeland Centre for FASD has been providing 
professional training to agency staff since their beginning in 1995.  At first it was 
primarily to raise awareness of FASD and to alert agencies regarding the potential 
prevalence and impact of the syndrome on individuals within their case loads.  As 
the Centre, and the knowledge base regarding FASD expanded, more specific 
training was provided regarding strategies that would help them more effectively 
provide services to their clients with FASD.   

 
The need to help agencies learn more effective strategies in dealing with their 
clients was one of the main objectives of the project.  It was never intended that the 
Centre would be able to provide long term support to individual clients with FASD.  

“ If it wasn’t 
for the 

Coordinator, I 
don’t know 

where we 
would be.”  
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The goal and the resulting three outcomes was to enhance the capacity of involved 
agencies to provide the needed services. 
 
The evaluator was provided with a list 32 agencies and individuals within those agencies 
with whom the Centre and the Adult Support Coordinator had worked during the past 3 
years.  2 were not contacted due to the individuals ongoing involvement with the Centre’s 
board or diagnostic teams.  7 were not interviewed because of the inability to connect after 
several attempts with the individuals indicated on the list.  23 interviews were completed 
(see Appendix 3). 
 
The interviewer asked a loosely structured series of open ended questions to find out if, as 
a result of the work with the Coordinator: 
 

·  clients participate more often and more effectively with agencies, 
·  clients benefit in the short and long term from that participation, and 
·  knowledge about FASD strategies has impacted their practice. 

 
The interviews yielded the following information: 
 

1. Having the Adult Support Coordinator is essential to adults with FASD in 
working within the current human services structure: 
·  Most clients would not be able to access their services (i.e. AISH, PDD, 

home support) because of lack of ability to complete the intake processes 
and lack of follow through with the required steps. 

·  Most programs do not have the resources or time 
to deal with the clients in the manner necessary 
to ensure success. 

·  Many agencies have intimidating bureaucratic 
structures and formal offices and clients lack the 
confidence to “push through” to success. 

·  The Coordinator sometimes links agencies 
together to work on behalf of a client.  This would 
be less likely to happen without someone taking 
the lead. 

·  The Coordinator helps the agency to design services specific to the clients’ 
abilities and disabilities. 

 
2. Having the Adult Support Coordinator is essential to providing client stability.  

For example, the Coordinator:  
·  Helps the client obtain financial stability as they link clients to financial aid 

and help with budgeting. 
·  Helps the client deal with crises as they arise in a way that service agencies 

cannot. 
 

3. When asked for their assessment of the FASD clients’ life and future without 
the Adult Support Coordinator, all stated that it would be bleak with the 
following specific descriptors provided: 
·  “scary” 
·  “diagnosed and dumped” 
·  “lost in the cracks”  

“ Our agency’s 
direct influence 

ends at the 
door.  We don’t 

see them at 
home.  We lack 

the whole 
picture.”  
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·  “addictions, instability, financial and emotional crises, hunger and 
homelessness” 

 
4. When asked how the Centre and specifically the Adult Support Coordinator had 

impacted their work with FASD clients, most indicated that it simply made their 
job easier.  Clients were more likely to succeed within their service structure 
with less work required from them.  Most also indicated however that they were 
not able before, nor are they now able to provide the level of effort needed to 
provide significant benefit to FASD clients stating that while policy was 
generally supportive, case loads and lack of resources make it impossible to 
“go and find” clients who are not succeeding.  In other words, most depend 
quite heavily on the Coordinator’s work with the client to be successful with the 
client.  They indicated that this is not related to their ability or knowledge level 
regarding FASD abilities, but to their time and resources.  When reviewing 
these findings with Centre staff, some doubted that this was always the case.  
Their experience suggests that while agencies have an adequate knowledge of 
general FASD principles, most lack the practical knowledge that would 
influence their work with an FASD client. 

 
It should be noted that only 9 of the 23 interviewed agencies indicated that they have 
recent or current involvement with the Coordinator on behalf of a specific client.  The 
others reported that they are aware of the program and have met the Coordinator, but that 
they have not directly worked with her, making their comments more theoretical than 
experiential. 
 
Generally, it is felt that the service agencies who work with the Coordinator all recognize 
the benefit of her services for the clients but have come to depend on those services 
rather than expanding their own capacity or practice to work with these clients.  They have 
no sense of, or future plan to, accept the torch of responsibility for working with these 
clients beyond what they currently do. This is not to suggest that they should, however it 
was the hope of the Centre that they would.  They recognize this was perhaps unrealistic 
but have confidence that it will improve over time.   
 
In summary, relating back to the outcomes, the agency staff acknowledge the increased 
understanding they have received from the program to aid them in their work with FASD 
adults, and their work is more successful with FASD clients, however mostly because the 
Coordinator is “hand holding” the clients through the agency’s intake and follow-up 
processes.  While agencies do feel more confident in working with FASD clients, their 
capacity to do so in a way that is meaningful to the client is limited by resources and 
inclination.    
 
 
4. System Level Outcomes 
 
4.1 The Centre will be able to identify service gaps for this client group. 
4.2 The Centre will advocate for policy change and program enhancement. 
4.3 Adults with FASD will have better and more accessible services available to 

them. 
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Rationale 
 

The Lakeland Centre for FASD has always been about balancing its work with 
individual clients with FASD and trying to impact the culture and system within 
which these individuals and their families live and access services.  While they were 
well aware of the major systemic hurdles they would likely encounter in trying to 
support adults with FASD, it was recognized that until they could provide 
experiential evidence of these gaps and ways to address them, their influence 
would be limited. 
 
A major component of the Centre’s mandate has always been to educate and lobby for 
program and policy change on behalf of clients with FASD. They have become, over the 
years, a respected voice in the FASD service landscape.  Their system level work with 
adult clients is done at the level of an individual conversation with stakeholders, to 
community building, to providing national training to diagnostic teams and FASD service 
providers.   
 
However, significant gaps still exist for adults with FASD.  During regular review and from 
reports to the Community Support Services Branch the following gaps were identified: 
 
1. Supervised emergency housing  
 
The dysfunction and crisis that is regular life for most adults with FASD is often 
exacerbated by not having a neutral place to go when their system falls apart.  A place to 
go where needs are assessed and the situation can be stabilized until services can be put 
in place is seen as a serious gap to the long term attempts at stability.   
 
2. Transportation 
 
One of the greatest barriers to clients accessing needed services is their ability to find 
transportation to appointments.  For clients living on Métis settlements or First Nations 
reserves this is particularly difficult.  The Coordinator has provided transportation as she is 
able but this is not seen as a particularly effective use of her time beyond the opportunity it 
provides to build trust and rapport. The Centre is currently piloting a program to buy 
services from an existing transportation service provider.  The long term viability of this 
option is unknown. 
 
3. Medical Care 
 
Many of the adults diagnosed through the Centre have significant health care issues for 
which it is difficult or impossible to access care.  The cost of medical care in Alberta can be 
high if you do not have extended benefit coverage which would not be an option for most 
FASD adults.  Medical low income subsidies are available for Alberta Health Care which 
provides basic coverage, but require successfully manoeuvring bureaucracy which is 
difficult  for many.  Those who qualify for AISH receive extended medical benefits.  Those 
who do not qualify for AISH simply go without services.    
 
4. Supported Living  
 
Adults with FASD have significant enough deficits to make every day living difficult if not 
impossible and there is no expectation of complete independence for the majority.  
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Assistance with basic life management is needed. There are no supported living options in 
this area that would be appropriate for this client group. 
 
5. Transition Planning to Adult Services 
 
Children with FASD become adults with FASD.  The Centre has been diagnosing children 
with FASD since 1999 and, with a support worker interacting with caregivers, local schools 
and agencies, has been able to assist 250 children and their families mitigate the impact of 
an FASD diagnosis.  Some of these children will transition to adulthood successfully and 
will be able to find the support that they will continue to need.  There are an unknown 
number, however, who upon reaching 18 years of age will no longer be under the mandate 
of Children’s Services and will fall into serious difficulty as a result of losing the support 
that has gotten them this far.  The current Adult Support Coordinator Program is not able 
to provide services to these children as they become adults due to program inclusion 
criteria which requires an adult diagnosis.  This will be a significant gap into which many 
will fall. 
 
 
d. What Went Well… 
 
 While this program was not without its problems and it fell short of some of its own 
expectations, it has also done some very good work.  Specifically,  
 
1. Better Individual Support 
 
Adults diagnosed with FASD received support if they chose to engage and stay engaged 
with the Adult Support Coordinator.  The success of this program is found in the lives of 
the individuals who sought help from the Support worker and responded to her assistance.  
This is not to say that their lives are necessarily successful, as most are still deeply 
enmeshed in dysfunction, but assistance is provided through the crises and lives stabilized 
sooner than might otherwise be the case.  It is also felt that given enough time, some of 
them will make the changes needed to bring more stability. 
 
2. Better Connections 
 
Local agency service providers were better able to connect their services to FASD adults 
than in the past, due to the Support worker bringing the clients to them and assisting with 
follow-through.  Those service providers who have worked with the Support worker jointly 
for a client speak unequivocally regarding the difference it has made in their ability to 
connect these clients successfully with services.  Experience has shown that many of 
these clients need a bridge to make it across to the available services and this program 
has provided that bridge for many. 
 
3. Increased Awareness 
 
The system is more aware of the needs of adults with FASD.  The Centre has always been 
a steady voice in the “wilderness” advocating on behalf of FASD clients.  They have 
produced new resources and made numerous presentations on what they have learned 
about adults with FASD.   
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4. Confirmation of Gaps 
 
The Lakeland Centre for FASD was able to confirm gaps in services and seek new ways 
to fill these gaps within their own structure.  “If all else fails, build it yourself” has worked 
well for them over the year as a way of demonstrating the need and best practice models 
in many areas of the FASD world.  The learnings from this project have assisted them in 
clarifying and moving forward. 
 
 
e. What could have gone better… 
 
Based on the evidence found in this evaluation and in discussion with Centre staff, there is 
no question that, in the face of small successes, some aspects of the project did not go as 
well as hoped.  It also is apparent, however, that the failings were more in the assumptions 
than in the work that was done. For the project to have accomplished more, the following 
issues need to be addressed: 
 
1. Service Area Size 
 
The service area covered by the Adult Support Coordinator was too large.  It is difficult to 
stay close enough to the clients when travel time and distances are so extensive as to 
make going to find them impossible when things go wrong, or to provide proactive help 
when things are going right.  It was too easy for clients to go “missing” when the contact is 
made difficult by distance.  More regular contact was needed.  We found that clients 
connected to the Coordinator, but the connection diminished over time to a “less than 
needed” level, partly due to the distance and time needed to keep the connection 
meaningful. 

 
2. Natural Support Dysfunction 
 
For the most part, the natural support available to these clients is not effective, diminishing 
the ability of the worker to tie the client to a better support system.  Many if not most of the 
family surrounding the clients of this project are as much part of the problem as they are a 
help to the client.  Having identified that as a reality, there is little that can be done about it 
unless the client is willing to separate him/herself from that support, which is not likely 
going to happen.  The Support worker identified the biggest factor that determines success 
or failure for these clients is the adequacy of the natural supports that surround them.  The 
most successful client on her case load comes from an adoptive home with functioning 
supportive parents who recognize her needs and know how to effectively intervene.  
Generational dysfunction is not going to go away easily. 
 
3. Barriers to Service Connections 
 
The need to connect adults with FASD to existing services was one of the assumptions 
and goals of this project.  The goal was to bring the agency and the client together with the 
intent of removing the barriers that exist that make it difficult for clients to participate fully 
and then being able to step back once the connection was made.  Connections were made 
and many of the diagnosed adults benefited from AISH and mental health and addictions 
counselling services who otherwise would not have done so.  However it became fairly 
clear that these connections will only last as long as the Support worker continues to act 
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as a bridge to them and the client continues to cross.  Agency policy and resources do not 
support their active involvement in client lives that would be needed to keep them 
connected. 
 
4. Systemic Change 
 
System change takes a long time.  This is not news to the Lakeland Centre as they have 
been dealing with the “system” for many years, however it continues to be disappointing 
when faced with continual gaps and dysfunctions for this client group. 
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Recommendations 
 
 
1. Additional Workers - At least one additional worker is needed to effectively 
provide services to the geographic area included in this project. 
 
Children with FASD have case managers in the guise of parents or other mandated 
caregivers.  Adults with FASD generally do not and the professional literature has not been 
shy in stating that their success will depend to a large degree on the effectiveness of the 
support they receive.  The term “case manager” implies a level of resources not currently 
available in our community support systems for FASD clients.  The Centre’s design of this 
project with the Adult Support Coordinator doing less than case management was not a 
lack of understanding of the need but a conscious stretching of limited resources to try to 
get by with what could be done by one person working in conjunction with local agencies 
who would do the rest.  Reality forced the worker to become more and remain more 
involved with the clients than originally intended.  The hope that local agencies would 
make stronger connections to the client did not occur as hoped and the client’s natural 
support structures were for the most part dysfunctional. This left the worker having to do 
too much for too many clients over too large an area.. The current Coordinator’s case load 
does not reflect the clients who have disengaged due to her inability to intervene 
effectively over large distances.  As well, a good deal of her time is spent driving between 
communities which would be better served with workers who could spend more of their 
time supporting clients. 
 
2. Don’t give up!  – Continue to work with government and non-government 
agencies in the “ hope”  that policy and practice will improve for adults with FASD.  
 
While agencies did  not “step up the plate” as hoped for in this project, the kind of changes 
needed to help local, regional and provincial level organizations work more effectively with 
FASD adults will take time and will continue to improve with continued involvement with 
the Worker and the Centre.  This has proven to be the case with services for children and 
there is no reason to doubt the goodwill of government and local agencies to better serving 
these adults given time.   
 
3. Criteria for Inclusion – Expand the inclusion criteria for services from this 
program to include FASD-diagnosed children upon reaching the age of 18. 
 
The criteria for receiving services from this project requires clients to have received an 
FASD diagnosis from the adult diagnostic team.  The need for a diagnosis is valid and 
perhaps even ethical, not to mention being essential to providing the best support possible 
and ensuring that limited resources are being spent for the intended client group.  A client 
should be eligible for support from this project after having received an FASD diagnosis 
(either from the Adult team or previously from a Children’s team).  To have to refuse them 
support services from the Adult Support Coordinator because their diagnosis was done 
before 18 years of age or to require a second diagnosis now that they are adults is a waste 
of resources, costly to the system and opens a gap into which many will fall.  That this 
increase in potential case load will impact the current Support worker is a given and needs 
to be considered along with the first recommendation. 
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4. Longitudinal Research – Establish research partnerships to make use of the 
data produced from this project. 
 
It has been hypothesized that the type of support provided in this project will be of most 
benefit in the long-term, as client crisis duration and frequency will diminish over time as 
stability is enhanced.  Meaningful tracking of client progress to confirm or discount this 
hypothesis was not possible within the scope of this evaluation.  Similar to what was stated 
many times during the development of the services for children before researchers took 
any notice, there is a paucity of good statistical data available on outcomes for adults with 
FASD over time.  This is the only such Centre doing this work with this client group.  
Research partnerships should be investigated and established to make use of this rich 
source of fresh data. 
 
 
 
 
 



 

Evaluation of the Adult Support Coordinator Program  
Lakeland Centre for FASD, Cold Lake Alberta 
May 2007      24 

 

Appendix 1 
 
Lakeland Centre for FASD Adult Services 
Logic Model 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Initial Outcomes (Learning) Intermediate Outcomes (Action) Long-Term Outcomes (Condition) 
1.1 Client forms a relationship with the Client 
Support Worker and participates in planning. 

1.2 Client follows through with planned 
interventions. 

1.3 Client achieves goals. 

2.1 Client and caregiver have a better 
understanding of FASD and client abilities 

2.2 Caregiver is able to provide better support 
to the client. 

2.3 Client feels more supported and better able 
to advocate for him/herself. 

3.1 Service providers will know better how to 
work with client. 

3.2 Service providers will provide services 
based on increased understanding and will 
experience increased success. 

3.3 Service providers will feel confident 
working with FASD clients. 

4.1 The Centre will be able to identify gaps for 
adults with FASD. 

4.2 The Centre will advocate for policy change 
and program enhancement. 

4.3 Clients will have better and more 
accessible services available to them. 

 
 
 
 
 

Inputs 
 

·  diagnostic team 
·  case manager 
·  supportive board 
·  supportive community 

  

Activities 
 

·  Working with clients to 
connect them to needed 
services 

·  Assisting service 
providers and caregivers 
in working with client.  

Outputs 
 

·  Client and service 
providers working 
together with case 
manager according to 
case plan. 
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Appendix 2 
 
Client Demographics At Diagnosis 
 
Number diagnosed since program began funding from Community Support Services 
Branch until October 2006 = 15 
 
Number offered or receiving services from Adult Support Coordinator in that period of time 
= 17 
 
Gender: 
Females = 11 
Males = 6 
 
Diagnosis: 
FAS = 1 
Partial FAS = 2 
ARND (Alcohol Related Neurodevelopmental Disorder) = 14 
 
Ethnicity: 
First Nations = 7 
Métis = 10 
 
Marital Status: 
Never married = 9 
Common law = 5 
Married = 0 
Separated = 1 
Divorced = 1 
Widowed = 0 
Unknown = 
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Appendix 3 
 
Agency Interview List 
 
The following agencies provided feedback by telephone interview: 
 
Bonnyville 
 
AISH (Assured Income for the Severely Handicapped) 
Mental Health Services 
Catholic Social Services 
Family and Community Support Services 
PDD (Persons with Developmental Disabilities) 
 
Cold Lake 
 
Human Resources and Employment 
Mental Health Services 
AISH  
PDD 
Employabilities 
AADAC 
 
St. Paul 
 
Métis Child and Family Services 
Home Visitation Program 
St. Paul Community Health Services 
SPAN (St. Paul Abilities Network) 
PDD 
Tribal Chiefs Child Welfare 
 
Lac La Biche 
 
Lac La Biche Community Health Services 
Hope Haven Women’s Shelter 
Victim’s Services 
 
Kikino Métis Settlement 
 
Kikino Community Health Services 
 
Buffalo Lake Métis Settlement 
 
Buffalo Lake Community Health Services 
 
Beaver Lake First Nations 
 
Beaver Lake Health Centre
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Appendix 4 
 
Client Stories 
The following is a sample of the clients with whom the Adult Support Coordinator is 
working.  They were selected randomly, not as the most successful but as representative 
of the type of work the Coordinator does and the situations she deals with.   
 
Female Client 
Age:  39 years old 
Diagnosis: Partial FAS 
 
This client has 6 children, two of whom are now adults and have been diagnosed by the 
Adult team as well.  She has lost custody of her remaining children and is currently living 
outside of the service area of the Lakeland Centre in a new common-law partnership 
which is very unhealthy due to ongoing substance use.  She has an addiction and is 
unwilling or unable at this time to address it.  The Adult Support Coordinator has helped 
her access dental and medical care.  She keeps in phone contact with the Coordinator for 
emotional support, but is not interested in having contact with other service providers. 
 
Male Client 
Age:   20 years old 
Diagnosis: Alcohol Related Neuro-Developmental Disorder (ARND) 
 
This client is from a large family of children who are all alcohol-affected.  He has been very 
transient, living primarily with family members until he “wears out his welcome” and is 
asked to leave.  His best family support person is an aunt whose support is somewhat self-
interested.  He is not employable and receives AISH.  He was accessing services from 
PDD but he left the community so is no longer receiving services, though the Coordinator 
is trying to get him reconnected.  He is currently living with his girlfriend who is pregnant, 
and also suspected as being alcohol-affected.   The Coordinator is working with both of 
them to stabilize their situation.  The client drinks when it is available to him, and his 
girlfriend is also drinking during her pregnancy.  The Coordinator suggests that he is 
getting more stable and if she could find him a living situation on his own, he could 
progress much farther.  Currently his family is fighting over his AISH, wanting him to come 
and pay rent to them.  The Coordinator helped him qualify for AISH, PDD, Public Guardian 
and the AISH Benefits Administration program.  He is now calling her as compared to her 
having to go find him.   
 
Female Client 
Age:  29 years old 
Diagnosis: Alcohol Related Neuro-Developmental Disorder (ARND) 
 
This client is married and has 6 children, most of whom are suspected of being alcohol-
affected, as is her husband.  Her and her husband have a volatile abusive relationship.  
She is on AISH and her husband is working sporadically.  She is not an effective parent 
and has taken parenting courses mandated by the local CFSA.  She had at one time lost 
custody of her children, but they are currently in her care.  The Coordinator has helped her 
progress to meet some of the conditions of her custody agreement, and they are still 
working on them.  Her housing situation is stable and AISH is paying her bills first and then 
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giving her the balance.  She (and her husband) have drug and alcohol issues.  She is 
unstable emotionally (“up and down”).  She is on medication but has a hard time managing 
to take it consistently.  She will always be in some type of crisis, but over time they are 
becoming less severe and less frequent.  She has occasional involvement with the health 
nurse in the community, but other than that has no support system.  The Coordinator visits 
her approximately twice per month and the client calls her with questions.  Attempts have 
been made to connect her with other agencies, but she has no ability to maintain the 
connection, and agency staff don’t “look for” her. 
 
Male Client 
Age:  20 years old 
Diagnosis: Partial FAS 
 
As a result of his diagnosis, this client qualified to receive AISH.  He has family supports 
and refused help from the Coordinator who is unclear of his current status.   
 
Female Client 
Age:  27 years old 
Diagnosis: Alcohol Related Neuro-Developmental Disorder (ARND) 
 
This client has four children, two of whom have been diagnosed by the Centre’s children’s 
diagnostic teams.  She has an anxiety disorder which makes it difficult for her to access 
other services and attend meetings.  The Coordinator is able to work with her on the 
phone.  She is living in stable housing and has a stable, but unhealthy, relationship.  Her 
current living arrangement is on a First Nations reserve which limits the availability of 
services to her.  She has recently re-engaged with the Adult Support Coordinator through 
the Centre’s Children’s Aboriginal Services support worker. 
 
Female Client 
Age:  20 years old 
Diagnosis: 
 
This client has adopted parents who provide her with a strong support system.  She has 
attended one year of college and is working full time with a dog groomer.  The Coordinator 
helped her make the connection to training and contacts her approximately once per 
month.  She does not experience a lot of crisis as she has a good support system made 
up of her mother, grandmother, and church community who see the signs and are able to 
intervene in advance.  She is living in a stable common law situation.  She reached out to 
Coordinator at the passing of her father last year. 
 


