
CHAPTER 43 

Developmental Disability and 

Behavioural, Emotional and 

Psychiatric Disturbances 

Elspeth Bradley & Jane Summers 

WHAT YOU WILL LEARN 

• People with developmental disability experience similar kinds of mental health 

problems as their non-disabled peers but are relatively more prone to emotional and 

psychiatric disorders 

• Emotional and psychiatric disturbances often present as behavioural disturbance 

• Left untreated, emotional and psychiatric disturbances may become crippling 

chronic disorders, adding further to the existing disability 

• Many of the emotional disturbances can be prevented, and both emotional and psy 

chiatric disorders are significantly diminished with appropriate intervention and 

treatment 

i-

The view that people with developmental 

disability experience the same types of mental 

health problems that similarly affect the gener 

al population was not popularized in North 

America until fairly recently. For many years, 

the term "dual diagnosis" was applied almost 

exclusively to individuals with psychiatric dis 

orders and concurrent addictions. This is no 

longer the case, as dual diagnosis is now more 

generally accepted as referring to people with a 

developmental disability and a mental health 

(psychiatric, emotional and/or behavioural) 

problem. In this chapter, we will review key 

issues relating to the assessment and treatment 

of mental health problems in people with 

developmental disability. Wherever possible, 

we will try to focus on the Ontario perspective 

by referring to provincial policies, relevant sta 

tistics and clinical practices. We will also try to 

identify factors that impact on the provision of 

mental health services for this population and 

offer suggestions to overcome some of the dif 

ficulties that occur. 

PREVALENCE OF MENTAL HEALTH 

PROBLEMS 

There is mounting evidence that people with 

developmental disability are at greater risk of 

developing a mental health problem than their 

non-disabled peers. Prevalence estimates vary 

widely, ranging from approximately 14% to 

67% of the developmental disability popula 

tion (Corbett, 1979; Einfeld & Tonge, 1996; 
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Rutter, lizard & Whitmore, 1970; for reviews 

see Borthwick-Duffy, 1994; Campbell & 

Malone, 1991). These statistics are often confus 

ing but may be understood more easily if one 

recognizes that higher prevalence rates of 

behavioural and psychiatric disturbance 

appear to be associated with the following 

three factors: (1) the use of a broad definition of 

mental health problems that includes emotion 

al and behavioural disturbances in addition to 

psychiatric disorders; (2) the group being stud 

ied being composed primarily of verbal indi 

viduals who are better able to communicate 

their distress and therefore more likely to be 

referred to mental health services; and (3) the 

populations examined being those still living 

in institutional settings or clinical populations 

referred for mental health services. 

According to one estimate, there are approx 

imately 227,000 people in Ontario with devel 

opmental disabilities, of whom upwards of 

85,000 are expected to have behavioural, emo 

tional, or psychiatric problems (Yu & Atkinson, 

1993). These statistics are based on a 2.25% 

prevalence rate for developmental disability 

within the general population and an estimat 

ed 38% prevalence rate for psychiatric prob 

lems in people with developmental disability. 

Within the broader population of people with 

developmental disability, certain sub-groups 

may be especially prone to disturbance. The 

findings of a recent Niagara-based study of 

adolescents and young adults with develop 

mental disability indicate that individuals with 

autism are more than twice as likely to have a 

concurrent psychiatric disorder than those 

without autism (Bradley & Bryson, 1998). 

Types of mental health problems 

People with developmental disability expe 

rience the same kinds of emotional and psychi 

atric disorders that occur among the general 

population (Benson, 1985; Rutter et al.,1970).' 

Some of the more common psychiatric condi 

tions include mood and anxiety disorders,1 

adjustment problems, personality disorders,/ 

and attention deficit hyperactivity disorder J 
t " i 

(American Association on Mental Retardation,, <j 

1992; King, DeAntonio, McCracken, Forness &,; 

Ackerland, 1994). Behaviour disturbances, i 

which are generally captured under these cate-,j 

gories, include verbal and physical aggression^1' 

self-injury, hyperactivity, attentional problems^ 

and oppositional behaviour (e.g., Jacobson; 

1982). Some conditions, such as autism and 

stereotypies, are seen more frequently in pec j 

pie with developmental disability than in'th 

general population. 

Basis of mental health problems 

Organic, psychosocial and environment* 
I ' i' i* 

factors play a major role in the occurrence;i^ 

mental health problems in people with jdpvjafl 
opmental disability. Organic factors, WM 

include genetic influences, brain injury/trallm 

disease or infection, may directly underlie iboj 

the developmental disability and 'the^meBitdli 

health problem (Jakab, 1982; Rutter |et al, 

In terms of environmental and psych 

influences on mental health problems, 

people with developmental disability 

impoverished environments, lack'meat 

employment opportunities and strong' 

systems, do not have control over many i 

of their lives, and feel isolated from .tne; iti 

stream of society (Stark, Kiernari & Gpl \ \ 

1988). They may also have poor or in'adf 

social and coping skills, and, wheni1 li|s.1 

tions occur on top of the cognitive (£nd[ 

nication deficits, feelings of frustrat oijj,j5 

failure and an awareness of beiiig " 

can be further heightened. 
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Clinical challenges 

A number of challenges exist in correctly diag 

nosing mental health disturbances in individuals 

with developmental disability. Diagnostic over 

shadowing refers to the tendency of professionals 

to underestimate signs of psychiatric or emotion 

al disturbance in people with developmental dis 

ability (Reiss, Levitan & Szysko, 1982). This 

occurs when aberrant behaviours are viewed as 

an inherent part of the person's developmental 

disability; hence, they are less likely to be seen as 

evidence of possible underlying mental health 

problems. Another phenomenon that poses a 

||} challenge to diagnosing mental health problems 

is known as behavioural highlighting, where severe 

or intense behaviour problems may make the 

detection of underlying problems more difficult 

(Sovner & Hurley, 1986). 

Other diagnostic challenges are related to per 

sonal characteristics, such as severe communica 

tion and cognitive impairments that make it dif 

ficult to articulate the nature and source of their 

distress (Reid, 1982). In these situations, it is nec 

essary to rely more heavily on information that 

is provided by caregivers than on self-reports. 

With increasing disability, it becomes more diffi 

cult to detect distinctive clinical patterns to 

assist with diagnosis as the behavioural presen 

tation can be non-specific (e.g., when aggression 

or self-injury is the main referral problem) or 

even atypical in individuals with these more 

severe impairments. 

Co-morbidity, which is the co-existence of 

another medical or psychiatric condition, can 

further complicate the clinical picture. For 

instance, sensory impairments (vision and hear 

ing problems), seizure disorders, and medical 

disorders (e.g., cardiovascular problems or 

abnormal thyroid functioning) can produce 

changes in behaviour that can be mistaken for 

symptoms of psychiatric disorders. 

ASSESSMENT AND TREATMENT 

Overview of Issues 

As a group, people with developmental dis 

ability are over-medicated and undertreated 

(Reiss & Aman, 1998). Cognitive and language 

impairments often limit their capacity to reflect 

on their own internal mental and feeling states, 

and to communicate this subjective experience 

to others. With increasing disability in these 

areas, they are more reliant on immediate carers 

to be sensitive to the pattern of their daily lives, 

and to understand the impact of daily events, 

such as changes in daily routines or inappropri 

ate expectations, on their emotional responses 

and capacity to cope. If carers are unfamiliar 

with the usual responses of the individual, or 

are unaware of particular life events that may 

have occurred for that person, emotional and 

psychiatric disorders may be missed and remain 

untreated. For example, withdrawn behaviour 

and loss of interest may not be noticed, or, if 

observed, may be incorrectly attributed to being 

a feature of the person's developmental disabil 

ity (diagnostic overshadowing). 

Those engaging in behaviours that are dis 

ruptive or causing damage to themselves or to 

others may be referred to mental health servic 

es or to the emergency medical services. 

Service providers (e.g., physicians, nurses) 

unfamiliar with the needs of people with 

developmental disability may also attribute 

this disturbed or unusual behaviour to the 

developmental disability and thus the behav 

iour may be managed with medication or other 

behavioural interventions, leaving the underly 

ing problems undiagnosed and untreated. 

Emotional upsets, difficulties in coping with 

situations, frustrations with daily circum 

stances, physical illnesses and psychiatric dis 

orders most frequently present to emergency 
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Box 1: Clinical Scenario 1 

Background 

Michelle, aged 29, was referred because of severe self injurious behaviours (SIB) which had been 

present from an early age. Michelle was mostly non verbal and functional skills were around an 18-24 

month level. During her life, in response to severe escalations of the SIB, she had been seen by 

many specialists including medical, neurological, behavioural, and psychological. She was diagnosed 

as having autistic behaviours, and was being treated for an underactive thyroid. Various interventions 

were tried, including high doses of medication and behavioural strategies, but met with limited sue-

cess. At the time of referral she had been in the same group home for a number of years, with asta- ' 
ble group of carers committed to ensuring optimum quality of life for their client. Carers were expert-' 

enced in supporting persons with developmental disability and had an excellent working relationship 

with a consulting behaviour therapist; together they were able to provide Michelle with an environ- \ 

ment that understood her developmental level, was emotionally nurturing and had appropriate expec- < 

tations of her, both in her day and residential settings. However, there continued to be concern 

about the excessive medication Michelle was taking (Michelle went on to develop a sudden abdomi-^ ' 
nal obstruction requiring a piece of her bowel to be removed. This was likely related to the long term | 
use of medication used to "manage" her SIB behaviour). Carers had managed to secure a psychiatric^ 

consultation and a medication change was recommended, but no psychiatric follow up was available^ 
This medication change was carefully followed by the family doctor and carers, but Michelle's behav^, 
iour started to escalate and she was immediately reinstated on the original medication - but at higher• ,,^ 
doses! 

Comment 

SIB arises out of many circumstances, but can only begin to be adequately assessed in a coritih-

and stable setting where carers and involved health care staff share an understanding of the behafyfffi .,. 
iours and emotional responses of the developmental^ disabled person (particularly when in distress,;jjj/jj!f 
medically ill), and have a shared vision of possible outcomes. Michelle's care was continuous 

ble as long as she remained within her day and residential settings, and as long as she had no 

problems or behavioural escalations requiring emergency medical or psychiatric intervention, 

assessment of SIB often requires trials of interventions, some of which may cause behavioural eScSit/dr 
tions. From the outset it is necessary, therefore, to map out the continuum of services that isretiiijjnk 
in order to allow an adequate assessment, and in particular to map out responses to crises thathjayft 

arise so as to ensure continuity of assessment and treatment between in patient and out pktientlse^ 
tings. In Michelle's case, the following local services became partners in her care over the,ensutnM 
two years: Michelle's immediate care team (residential and day counsellors, supervisors and manJrj:?f\\ 
agers), consulting behaviour therapist, family physician, community psychiatrist and specialist as^sesi^ 
ment services, local pharmacist, emergency hospital services, inpatient psychiatric services, spe'pialfsti 
medical services (e.g., neurology, surgical), community nursing\ and the Office of the Official' <p.i/|fjp| 
and Public Trustee (Michelle was unable to consent to her treatment and had no family). Hegiu/ah||| ̂ 

meetings occurred to review Michelle's progress and to ensure all partners in her care were infonj^ 
as required. The anxiety was taken out of the crises. There was no longer the fear that Michelle's! 
medication would be changed without adequate consultation with carers, and inpatient servides^ij: 
longer feared that Michelle would become a long term patient. As the crises abated for I 

for the systems of support, Michelle's behaviour stabilized, and a pattern of cycles emergefi. 

treated with a mood stabilizing medication and her antipsychotic medication was reduced, 

boen tH&nificwnt imprevement in her quality of life and SIB rarely occurs. 
Mif($ 

.: .I" 
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1 

Is the individual 

communicating concerns? 

No Yes 

Is there concern about the 

individual's behaviour? 

No Yes 

Should there be concern 

about the individual's 

behaviour (does he or she 

cause trauma to self, others, 

or to the environment; appear 

to be in pain or discomfort; is 

he or she clearly miserable, 

showing little enjoyment in 

daily life?) 

Yes No 

Is there a medical problem? 

No Yes 

Is there a problem with 

supports and appropriate 

expectations? 

No Yes 

Is there an emotional problem? 

No Yes 

Is there a psychiatric disorder? 

No Yes 

Treat Problem 

Adjust 

supports and 

expectations 

Treat Problem 

Treat Disorder 

Figure 1: Mental Health Assessment 

Decision Tree 

and mental health services as non-specific 

behaviour disturbance. The challenge for these 

service providers is, therefore, to understand 

what these disturbed or unusual behaviours 

"really mean" (or what these behaviours are 

"communicating"). Teasing these issues apart 

requires coordinated teamwork involving the 

person with disabilities, his or her immediate 

carers, and access to specialists who have expe 

rience working both in the field of mental 

health and developmental disability and who 

are aware of the medical and mental health 

vulnerabilities of this population. In some 

jurisdictions, such as the United Kingdom, 

there are teams of professionals in each health 

locality (called Community Learning Disability 

Teams) who provide specialist support to peo 

ple with developmental disability and mental 

health problems and assist in coordinating 

access to the local generic health and mental 

health services. Formal training of mental 

health professionals is provided through uni 

versity and college programs. However, in 

Ontario, as in much of Canada, the training of 

mental health professionals in developmental 

disability has been greatly neglected (see 

Lunsky & Bradley, 2001 re: physician training). 

Services and systems have evolved somewhat 

differently, and not infrequently, specialized 

support, if such is available, is developed 

around each individual only after recurrent 

failures of the generic services to provide 

appropriate care (see clinical scenario, Box 1). 

In Ontario, there are few formal training 

programs available for mental health profes 

sionals in the area of health and developmental 

disability, and, not infrequently, access to 

generic medical, and particularly psychiatric 

services, is problematic as service providers 

may consider they do not have the expertise to 

deal with the individual with developmental 

disability. A more comprehensive discussion of 

:.;'f i:;-

■.11.; 

W 

is 
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Table 1: Psychiatric Assessment and Treatment Formulation 

Concerns* 

What are the concerns, who is concerned, why 

the concern? 

History of concerns 

What has been tried, for how long, what 

worked, what did not work, who was involved? 

When was client last at his/her best, how was 

a typical day spent then, how is the day spent 

now, what has changed? 

Background information - client* 

"Developmental level. Reports of psychologi 

cal and adaptive functioning, communication 

assessments, school reports, 

developmental/pediatric assessments 

"Communication skills. Verbal and non verbal, 

including how he/she communicates pain, 

bodily discomfort, emotional distress 

Social circumstances in past. Family and 

social supports, institutional care, losses, 

major life events, trauma, abuse, school, work, 

occupation, and leisure 

Recent changes/life events. Are these linked 

to onset of concern? 

Medical. Hearingor visual impairments, cerebral 

palsy, seizures, biological cause of developmen 

tal disability, presence of a syndrome, other 

medical disorders, medications past and present 

Family history. Medical conditions, develop 

mental disability, psychiatric disorders and 

responses to treatments 

Emotional and coping responses. Past 

response to stressors, life events 

Psychiatric history and pre-existing behaviours. 

Baseline behaviours (e.g., tics, self injury, 

obsessions) before concerns 

Background information - supports 

• The understanding carers have of the develop 

mental disability 

• Social, emotional, physical (environmental), 

residential and day supports 

• The structures and organization within which 

carers and staff work 

• The appropriateness of services and expecta 

tions on clients 

• Support for carers and staff 

Examination 

Client: 

• Physical (e.g., medical condition, is a syn 

drome present?) 

• Interview/mental state 

• Review of behavioural data 

Support System: 

• Are the physical and emotional environments 

optimally supportive? 

• Are attitudes and expectations appropriate? 

Formulation 

• What is the problem? 

• Where is the problem located? 

Individual, e.g., psychiatric or physical illness 

Carers, e.g., inappropriate expectations, 

staffing structure \ 

Support System, e.g., lack of appropriate \> 

service 

Philosophy of care, e.g., insistence on t; 

chronological, rather than developmental, age-

appropriate behaviours 

• What further information or data is required?1 \ 

• What further investigations are required? (e.Q.,' 
medical) 

• What intervention or treatment is needed? 

• For individual? carers? system? 

* Before gathering information, identify a reliable 

and knowledgeable informant 

** Prior to, and since, outset of concerns 
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mental health services in Ontario will follow in 

a later section. 

Assessment of psychiatric disturbances 

When identifying whether behavioural dis 

turbance is due to a psychiatric disorder, it is 

necessary to explore systematically all those 

areas that may give rise to behavioural distur 

bance. A brief outline of this process is provid 

ed in Figure 1 (decision tree for a mental health 

assessment) and Table 1 (psychiatric assess 

ment and treatment formulation). 

In many instances, non-specific behaviour 

disturbance may be the final outcome of more 

than one related or unrelated cause, such as 

disruptive behaviour associated with a mood 

disorder, but made worse by toothache. People 

with a mild or moderate developmental dis 

ability will usually be able to assist in this 

exploration and will be able to share some of 

their inner discomforts, although time is usual 

ly required for them to feel comfortable with 

the interviewers, and for both to understand 

how the other communicates. Independent 

information from someone who knows the per 

son well (an informant) should also be sought 

as the individual may not fully appreciate the 

larger context within which he/she feels dis 

tressed (e.g., the distress may be associated 

with an external event such as a bereavement). 

For the individual with little or no language, 

the assessment rests primarily in understand 

ing the behavioural changes and in making 

inferences about internal feeling states from the 

characteristics and patterns of these changes in 

behaviour. Here, informants who know the 

individual well are key to a good assessment in 

terms of providing information on how the 

person usually communicates frustrations, 

emotions, physical pains, and so on. It is 

always helpful to meet with the referred per 

sons in settings where they normally live and 

spend their work and leisure time. Knowing 

and observing whether the behaviours of con 

cern change in different settings provides clues 

to their underlying cause. 

Circumstances giving rise to behavioural 

disturbance 

Physical health and medical issues. Individuals 

with mild developmental disability may be less 

able than their non-handicapped peers to artic 

ulate or comment on their physical discomforts 

and pains, and often do not do so sponta 

neously. If a problem is suspected, it may be 

necessary to ask specific questions and to help 

the individual communicate his/her discom 

fort and pinpoint where the pain is located. 

Those individuals with more severe disability 

may be totally unable to communicate a pain or 

localize a discomfort either verbally or even by 

gesture. Chronic disorders (such as constipa 

tion), fluctuating pain (such as toothache) or 

side effects of medication may present to the 

carer and clinician as disruptive or irritable 

behaviours. As a group, people with develop 

mental disability suffer a* higher prevalence of 

other disabilities (such as visual and hearing 

impairments) and medical conditions (such as 

neurological impairments including seizures 

and cerebral palsy). Those individuals with 

identifiable genetic or metabolic disorders, 

which may occur in up to 45% of those with 

severe developmental disability (for reviews 

see Curry et al., 1997; Raynham, Gibbons, Flint 

& Higgs, 1996), frequently have associated 

physical and medical disorders and these can 

give rise to painful conditions (e.g., arthritis in 

adults with Down syndrome). Other problems, 

such as orthopaedic, gastrointestinal, nutrition 

al, feeding, pulmonary, cardiac, endocrine, uro-

logical, gynaecological, dermatological, and 
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(, 

3 

dental problems may also give rise to pain and 

distress. Some syndromes (e.g., Autism, Fragile 

X, Williams, Prader-Willi) are associated with 

particular medical conditions and specific psy 

chological and behavioural patterns. 

Identifying such syndromes and, where possi 

ble, the cause of the developmental disability is 

an important part of the assessment, as this 

may direct attention to medical disorders and 

painful conditions that might otherwise remain 

hidden. 

Expectations and support needs. Develop 

mental disability encompasses significant 

impairments in cognitive and adaptive func 

tioning. The latter involves deficits in commu 

nication and social skills, as well as skills in 

areas of self care, home and community living, 

self-direction, health and safety, leisure and 

work, and functional academics. Each person 

with developmental disability is unique in 

his/her blend of adaptive abilities and skills, 

and he/she may demonstrate considerable 

strengths in some areas and considerable weak 

nesses in others. Some strengths may hide or 

mask weakness in other areas and give rise to 

unreasonable expectations of the individual, 

which in turn can lead to emotional and psy 

chiatric disturbance. For instance, good conver 

sational and social skills may mask severe diffi 

culties in understanding (as in Williams syn 

drome). Assessment of behavioural disturbance 

therefore includes an assessment of the person's 

psychological profile, including adaptive func 

tioning, and an assessment of the environment 

supporting that person, including the expecta 

tions of carers (and including teachers if the 

individual is still at school). 

Emotional Disorders. Persons with develop 

mental disability experience circumstances that 

might be expected to predispose or give rise to 

emotional disturbances. Any associated disabil 

ity, such as language and communication disor 

der, sensory impairment, seizures, neurological 

impairment (including cerebral palsy), or pain 

and discomforts from physical disorders, has to 

be managed and accommodated. Early experi 

ences may have interfered with early bonding 

and personality development, adversely affect 

ing the person's response to stress, coping 

strategies, and capacities to develop social sup 

ports and friendships. People with develop 

mental disability are generally at risk of stigma-

tization, rejection and teasing by peers. They 

often develop poor self-esteem and self-image 

in a society that values achievement, independ 

ence and conformity. Opportunities for satisfac 

tory work and leisure pursuits and for intimate 

relationships are often greatly limited. Most 

have experienced disadvantaged environments 

and some have lived in abusive situations. Not 

surprisingly, behaviour disturbance that is asso 

ciated with emotional problems is often as 

severe as that associated with serious mental ill-, 

ness. Distinguishing between these two disor 

ders, however, is often difficult as they fre 

quently co-exist. 

. Identifying a psychiatric disorder 

In jurisdictions where there is no network of 

specialist psychiatric services for persons with; 

developmental disability (as is the case in: 

Ontario), individuals with psychiatric illnesses, 

most frequently present in crisis to their family, 

doctor or to local emergency services. At these, 

times,, an appropriate immediate response is; 

often to stabilize the situation with medication,; 

However, medication should be reviewed at the 

earliest opportunity and a more comprehensive M'$W\ 

assessment begun so as to identify whether a |j|.J| 

psychiatric disorder is indeed present oij«|'pf>).i 

whether the problems are related to the other; ;i;;|j| 
considerations outlined in the previous sections I -'I; 

(i.e., physical health and medical issues, expec-; -^ 

'■ ?M 

*■ \r 

.■■'.&& 
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Vulnerable client Vulnerable client 

"revolving door" "anticipate, prevent, 

and plan" 

Crisis 

Stabilization/Management 

of immediate problem (e.g., 

behaviour disturbance) 

Comprehensive 

biophysical 

assessment 

Treatment 

Proactive 

planning/ 

prevention 

Figure 2: Reactive versus Proactive Responses to Psychiatric/Behavioural Disturbance in 

Vulnerable Individuals 

Crisis/reactive "management" of behaviour 

disturbance associated with "revolving door" 

phenomenon, which adds further to disability 

tations and support needs, and emotional 

responses). A decrease in behavioural distur 

bance in response to medications (most often 

antipsychotics) that are used at a time of crisis 

does not imply that a psychiatric disorder is 

present. Indeed, such medications are known to 

mask some conditions (for a review see Crabbe, 

1989) - most will contribute further to the devel 

opmental disability by impairing or slowing 

down the person's ability to focus and think 

clearly, and many result in side effects. In people 

who have difficulty already communicating 

bodily discomforts, these side effects may give 

rise to further behavioural disturbance. It is pru 

dent, therefore, to distinguish clearly between 

managing the behaviour disturbance and treat 

ing the underlying cause giving rise to this dis 

turbance (see Figure 2). 

Proactive and preventative assessment and 

treatment minimizes further disability 

Some syndromes are associated with a vul 

nerability to particular disorders. For example, 

Alzheimers dementia is associated with Down 

syndrome, mood disorder with autism, and anx 

iety disorders with Williams syndrome. Co-exist 

ing psychiatric disorders (co-morbidity), such as 

autism, attention deficit hyperactivity disorder 

(ADHD), stereotypies, anxiety, obsessive com 

pulsive disorder (OCD), phobias and fears, and 

tics, should be systematically identified where 

present (see Caron & Rutter, 1991). The clinical 

presentation of new onset disorders, such as 

mood and psychotic disorders, may be distorted 

by these pre-existing disorders, and, unless the 

latter are identified as background behaviours, 

misdiagnoses may be made. For example, an 

increase in "bizarre" self talk in someone with 

autistic disorder can easily be mistaken for schiz-
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ophrenia or an escalation of behaviour distur 

bance in someone with ADHD and limited ver 

bal skills can be mistaken for mania. A good psy 

chiatric assessment, therefore, requires a detailed 

description of "baseline" or usual behaviours 

prior to the onset of the new dis-turbance 

Changes in behaviour are examined to identify 

whether they meet standard diagnostic criteria, 

using classification systems such as DSM-TV 

(American Psychiatric Association, 1994) and 

ICD-10 (World Health Organization, 1992) for 

psychiatric disorder. Changes in behaviour can 

be used as markers (or "target behaviours") in 

monitoring the effectiveness of the treatment 

offered. 

The goal of the psychiatric assessment is to 

identify and diagnose any psychiatric disorder 

and to treat it, optimally without further 

adding either to the developmental disability 

or to any physical problem. A further goal is to 

identify stressors and other circumstances that 

contribute to, or precipitate, the psychiatric or 

behaviour disturbance so that further crises 

and relapses can be prevented. 

Not infrequently, because of the complexity 

in diagnosing psychiatric disorders in this pop 

ulation, there remains uncertainty as to the pre 

cise diagnosis. When this occurs, the steps to 

follow are: 

• Generate the best clinical diagnostic 

hypothesis using information currently 

available. 

• Collect data to confirm or refute this 

hypothesis. 

• Review this data along with the results of 

the assessments in other areas (e.g., psy 

chological, communication, environmen 

tal, expectations). 

By following this approach, it should be pos 

sible to minimize the potential for inappropri 

ate treatment, particularly with psychotropic 

medication (see clinical scenario in p?;)^ 

The comprehensive psychiatric assessmei 

of the person with a developmental disabilir 

is usually an ongoing and dynamic procfeg 

that may take several months. It requires1! 
coordinated approach across all the setrin 

where the individual spends time, including 

in-patient and out-patient settings if hospitalj 

admission is required. i 

Assessing and correctly diagnosing py^lp 

atric disorders in people with developmental! 

disability requires an understanding and exp'e-^i 

rience of developmental disability and of p p 

chiatric disorders. Assessment is best doneU,t| 

within an interdisciplinary team context, work- | 

ing closely with carers who know the individi, | 
ual best. During the process of an assessment) 

specialist input may be required from many| 

perspectives, including medicine (development f/ 

tal pediatrics, genetics, psychiatry, neurology, j 

family medicine, audiology, ophthalmology); j 

nursing, psychology, speech and language V( 

pathology, behaviour therapy, and occupational j| 

and/or physiotherapy. >' • 

An effective team will have developed a sys.-; j' 

tematic approach to assessment and treatment,«': 

will be using valid and reliable instruments^ 

and procedures, and team members, expert- j; 

enced in working with individuals with devel- , 

opmental disability, will be able to adapt their , 

usual clinical approaches appropriately to the ■ 

broad spectrum of functioning levels seen in1 

this group. Such a team should be able to focus , 

the assessment in appropriate areas, be able to -

coordinate the assessment findings in a mean 

ingful manner and also be able to provide a . 

balanced formulation on which treatment rec 

ommendations should be based. Fragmented 

or incomplete assessments and those conduct 

ed by professionals who are unfamiliar with 

the emotional responses of persons with devel 

opmental disability unfortunately contribute to 

1 
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Box 2: Clinical Scenario 2 

Background 

Dave, age 22, was referred by his community psychiatrist who felt "out of his depth" treating someone with a 
developmental disability. Despite knowing Dave over many years and helping him through two periods of dis 
tress during adolescence, the underlying psychiatrist's diagnosis remained unclear and Dave was not 
responding to conventional treatment approaches. 

Dave was the middle child of an academic family. He was identified as having a mild mental retardation at an 
early age but this had largely been ignored. Dave himself had internalized expectations of academic success 

and despite some success in other aspects of his life, was unable to enjoy these. Feelings of worth and self 

esteem were closely tied to academic achievement. High school was a very difficult time for Dave; he strug 

gled to keep up, he identified with the students heading towards university and feit very rejected when he was 
not accepted into their friendship groups. Dave succeeded in graduating from a modified high school pro 

gram through hard work, good attendance and an "understanding school principal." After school he enrolled 

in college but had to leave because it was too stressful. Two years after school, Dave started to hear voices. 

He described people calling him "retard," he was tearful, agitated, lethargic and expressing feelings of not 

wanting to live. At this time, Dave had also experienced a number of recent life events, including a rejection 

from a girlfriend and his friends going off and living together without including him. Physical examination and 

routine laboratory investigations were normal. He was started on an antidepressant and supportive psy 

chotherapy. His mood improved but the voices remained. An antipsychotic was started, resulting in fewer 

experiences of voices most of the time. However, any attempt to reduce the antipsychotic medication result 
ed in a return of the voices, requiring reinstating of the medication at higher doses. Even with the antipsy 

chotic medication, Dave continued to hear voices at times of high anxiety (e.g., when his program was too 

stressful, when he was out in crowds, when he was seeking the attention of peers). They were always 

derogatory, calling him names like "retard", and they were associated with ideas of reference having their ori 
gin in persons present in his immediate environment, although usually some distance away. 

Dave refused to talk about the voices when they were most bothersome and was reluctant to discuss them 

outside of these times. With his therapist, Dave started to share his intense and painful experiences of being 
teased and called names at school. 

Comment 

The underlying disorder giving rise to Dave's behaviour and mental experiences is not clear at this point. 

When well, his developmental disability and concreteness limit his capacity to share, or to see the relevance 
of sharing, these experiences with this psychiatrist, yet when hearing the voices, he becomes hostile and 

paranoid, and refuses to discuss them (perhaps because of cognitive confusion and fear). Yet determining 

the psychiatric diagnosis requires more information about these experiences. From the information available, 
a number of psychiatric disorders should be considered: psychotic disorder, including schizophrenia, major ' 
depressive disorder, anxiety disorder (including social phobia), and post traumatic stress disorder (flash 

backs from experiences in school). A "clinical diagnosis hypothesis" as to the psychiatric diagnosis, consid 
ered within a biopsychosociai perspective, and taking account of the impact of the developmental disability 
on the clinical picture, can be generated (rather than making a more definitive "diagnosis" on less than ade 
quate information). Based on this, an intervention or treatment plan can be formulated, including a proce 

dure to identify and collect further information that would help to support (or refute) the working hypothesis. 
The intervention/treatment plan should include a process to review the working diagnosis to determine 
whether the latter needs to be modified given the further information available and given Dave's responses to 
the intervention/treatment. 
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misdiagnoses and inappropriate and some-

times harmful treatments. 

Treatment 

Initially, treatment may be more focussed on 

the management of the behavioural disturbance 

until a clearer understanding of the cause of 

these behaviours is available. A comprehensive 

assessment will indicate the presence (or 

absence) of a psychiatric disorder and will pro 

vide information not only on those circum 

stances that may be underlying the behavioural 

disturbances, but also information on those cir 

cumstances that exacerbate or maintain these 

and other behaviours (even after the initial 

cause is no longer present). During the assess 

ment period, various "crisis" interventions 

(most often medication or behavioural) may be 

tried in response to the need to manage serious 

or dangerous behaviours. The responses of the 

individual to these interventions should also be 

monitored and documented carefully, as they 

may provide further insights into the underly 

ing cause of the disturbance and may be rele 

vant to future treatment recommendations (e.g., 

if the individual was restrained, how did 

he/she respond to this?). As a clearer under 

standing of the underlying disorder becomes 

available, treatment becomes more focussed 

and individualized (see Boxes 3 and 4). 

After a diagnosis, medication is required 

only to the extent that it is recommended for 

the optimal treatment of a clearly defined psy 

chiatric disorder. Effective treatment will 

involve educating the person with disabilities 

and carers about the disorder, about treatment 

options, and about strategies to minimize 

relapses and promote mental well-being. It is 

important to map out a proactive response to 

crisis or relapse, with a clear outline of the 

involvement of community and emergency 

Box 3: Treatment Principles 

Decrease organic/biological contribution and 

prevent the occurrence of secondary disabilities 

and handicaps: 

• attention to sensory impairments „ 

• attention to physical impairments 

• treatment of seizures 

• treatment of other medical disorders, 

• treatment of psychiatric disorders and/or 

symptoms that respond to psychotropic 

medication 

Decrease stress: 

• appropriate environments 

• appropriate expectations 

• appropriate supports to match level of 

functioning and adaptive skills . 

Increase competence: 

• increase coping skills 

• increase self esteem 

• increase social support systems 

Coordinated system approach: 

• continuity of care (e.g. inpatient to outpatient) 

• Identify spectrum of supports (e.g. physicians, 

nursing, behaviour support, case manager) 

• proactive crises management 

and inpatient services. This will help to stabi 

lize the system supporting the individual and 

consolidate the treatment plan, will minimize 

anxiety and the escalation of distress in both 

the person with disabilities and his/her carers, 

and most importantly, will help ensure conti 

nuity of care and specialized treatment (an 

example of this approach is outlined in Box 1). 
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Box 4: Treatment Approaches 

Counselling 

Psychotherapy 

(individual, family, group, cognitive etc.) 

Behavioural support 

Communication assistance 

Environmental alteration 

Psychopharmacology 

Education about developmental disability and 

mental health 

System interventions 

Carer and staff support 

With counselling or psychotherapy, individ 

uals can be helped to develop alternative cop 

ing strategies, learn to modulate their emotion 

al responses and manage frustration and stress 

more effectively. However, carers have a key 

role in managing the amount of stress in the 

individual's environment (e.g., noisy work 

environments when the person has a hearing 

impairment, inappropriate expectations given 

the individual's developmental level) and in 

helping them to gain access to lifestyles that 

promote physical and emotional well-being 

(e.g., attention to physical health and medical 

disorders, friendships, inclusion in work and 

recreational activities; see Box 4). 

Research into the psychological and behav 

ioural aspects of various syndromes has gained 

prominence in recent years (for a review of syn 

dromes and behavioural phenotypes see 

Dykens, Hodapp & Finucane, 2000, and 

O'Brien & Yule, 1996). This new knowledge, 

coupled with autobiographical accounts by 

some of the more able individuals with these 

syndromes (for example, see Kingsley & 

Levitz, 1994 for Down syndrome; Lenhoff, 

Wang, Greenberg & Bellugi, 1997 for Williams 

syndrome; and Grandin & Scariano, 1986; 

Williams, 1992 and 1994 for autism) offers an 

opportunity to design environments and sup 

ports that are more sensitive to the disabilities 

and handicaps experienced by these individu 

als. Persons with autism, for example, are at 

greater risk for psychiatric disorders than 

developmentally disabled persons without 

autism, and often present with severe behav 

iour disturbance. A broader understanding of 

the experience of the autistic individual and of 

the disabilities associated with autism allows a 

greater appreciation of, for example, how con 

fusing and stressful their daily pattern of social 

life can be. These broader perspectives encour 

age the development of services that can opti 

mally support the autistic individual and, in 

particular, minimize the stress they experience. 

People with developmental disability and 

psychiatric disorder require regular follow-up 

and careful monitoring of their mediation. 

Shared care involving the psychiatrist, nurse, 

and family doctor with access to specialist serv 

ices (such as psychology, behaviour manage 

ment and counselling/psychotherapy) can 

work well. In some jurisdictions (e.g., the 

United Kingdom and some services in the 

United States), community psychiatric nurses 

are core members of the treatment team and 

play a crucial role in ensuring access to appro 

priate health care. In Ontario, however, the 

nursing role in supporting individuals with 

developmental disability and mental health 

problems remains largely unrecognized, and 

few nurses are trained to practice in this area. In 

some localities, generic ("non-specialized") 

community nurses may become involved with 

specific people for a limited time. Generally 

speaking, though, the relative roles of the nurse, 
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psychiatrist, and family doctor at any time dur 

ing treatment will be determined by the needs 

of the individual, the service context within 

which each of these professionals works, and 

the comfort level of each in working with peo 

ple with developmental disability. 

THE MENTAL HEALTH SERVICE SYSTEM IN 

ONTARIO 

Historical perspective 

In the past two decades a number of socio 

political factors have helped shape the mental 

health services now available to people with 

developmental disability residing in Ontario 

(see Table 2a, b). 

In 1971, a report commissioned by the gov 

ernment of Ontario, the "Williston Report," 

recommended the downsizing of facilities for 

people with developmental disability and the 

establishment of community-based services to 

enable them to be supported in their local com 

munities. In 1974, the Developmental Services 

Act came into effect. This act enabled responsi 

bility for children and adults with develop 

mental disability to be transferred from the 

Ministry of Health to the Ministry of Com 

munity and Social Services. This shift in gov 

ernment policy mirrored the increasingly pop 

ular view that a system that was based prima 

rily on a medical model was not appropriate 

for the majority of people with developmental 

disability. Unfortunately, the decision to divest 

responsibility, instead of adopting a joint 

approach, may have set the stage for the grad 

ual erosion and fragmentation of medical and 

mental health services for people with devel 

opmental disabilities, as the Ministry of 

Community and Social Services lacked the 

infrastructure and cross-sector linkages to pro 

vide or co-ordinate these types of services. 

1 *wn 

Another significant development occurred ii 

1987, when the government released a strategic^ 

plan for community living in a policy document? 

entitled Challenges and Opportunities: Community^ 

Living for People with Developmental Handicap! | 
This document outlined a multi-year plan forjj| 
the phasing out and eventual closure of proving 

cial institutions for people with developmental^ 

disability. The infrastructure that had devel: 

oped within the institutions to respond to the '4 

medical and mental health needs of people with > 

developmental disability was starting to be dis-> » 

mantled, despite the lack of a co-ordinated plan [f| 

to set up a comparable system of community-

based care. Implicit in these policy changes was 

the notion that people with developmental dis-

ability would have their health care needs met 

by accessing generic services. However, many 

studies have now highlighted the specialist 

health care needs of this population which, if 

not met, will result in them not having access to 

the same standard of health care enjoyed by 

their non-disabled peers (Beange, 1996; Lennox, 

Diggens & Ugoni, 1997; Lennox & Kerr, 1997). 

In addition, over time, the realization took hold 

that people with developmental disability were 

even more vulnerable to mental health prob 

lems than their non-disabled peers, yet had 

greater difficulty accessing appropriate servic 

es. Recent government strategies to address 

some of these issues relating to mental health 

services have consisted of joint ministerial 

(Ministries of Health and Community and 

Social Services) funding to stimulate cross-sec 

tor activities and the development of policy 

guidelines to encourage greater equity of access 

to generic mental services (see Table 1). 

Current services 

When mental health problems arise, the fam 

ily physician is usually the first point of contact 

:i 
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Table 2a: The Ontario Perspective: Policies Affecting the Lives and Mental Weil-Being of 

People with Developmental Disability 

Year Name of Discussion Paper, 

Policy Document or Bill 

Ministry/Ministries Key Elements 

Responsible 

] 
1971 Present Arrangements for the 

Care and Supervision of 

Mentally RetardedPersons in 

Ontario CWilliston Report") 

Health Called for the development of compre-

hensivecommunity-based services for 

people withdevelopmental disability 

If 

■JQ74 Developmental Services Act MCSS 

1980 Bill82 Education 

Responsibility for people with develop 

mental disability was transferred from 

Ministry of Health to Ministry of 

Community and Social Services 

Stipulated that school-age children with 

exceptional needs would receive appro 

priate special education services and 

programs 

I 
1987 Challenges and Opportunities MCSS 

mi 

m 

m 

I 

1988 Building Community Support Health 

for People: A Plan for Mental 

Health in Ontario ("Graham 

Report") 

1990 Interministerial Initiative on Dual Health and MCSS 
Diagnosis 

Multi-year strategic plan for the phasing 

out and closure of provincial institutions 

for the developmental disabled 

Called for comprehensive community-

based service system to be established 

People with a dual diagnosis were identi 

fied under special target groups as being 

susceptible to mental health problems 

and disadvantaged in terms of obtaining 

needed services 

Demonstration projects were funded to 

generate innovative ideas and improved 

cooperation among service providers to 

improve the health status and community 

integration of people with a dual diagnosis 

n 

1993 
Putting People First (Mental 

Health Reform) 
Health 

Policy framework to reform mental health 

services in Ontario. Recommendation to 

develop programs to provide compre 

hensive services for those with severe 

mental illness and unique needs 

People with developmental disability are 

included as a "first priority population" 

'MCSS = Ministry of Community and Social Services 



766 Developmental Disability and Behavioural Emotional and Psychiatric Disturbances 

Table 2b. The Ontario Perspective: Policies Affecting the Lives and Mental Well-Belng of 
People with Developmental Disability continued 9 i fi£ 

' J m 

Year Name of Discussion Paper, 

Policy Document or Bill 

1995 Developmental Services 

Framework: Draft Paper 

1997 

1997 

1998 

1999 

Policy Guidelines for the 

Provision of Services for Persons 

with a Dual Diagnosis 

Reinvestment Strategy for 

Children and Youth; 

Reinvestment Strategy for Adults 

with a Developmental Disability 

Individual Support Agreements 

for People with Developmental 
Disabilities 

Ministry/ Ministries Key Elements 

Responsible 

MCSS 

1997 Making Services Work for People MCSS 

Strategic plan for promoting integration j j ff&i 
of people with developmental disability '"'"* 
into community supports and services ' 

Framework for reshaping services for 

people with developmental disability 

MCSS and Health Policy direction for the planning,delivery ! 
and coordination of cross-sector servic- I 
es for people with a dual diagnosis ] 

MCSS 

MCSS 

Health and Long 

Term Care 

Making It Happen: 

Implementation Plan for the 

Reformed Mental Health System 

and Operational Framework for 

the Delivery of Mental Health 

Services and Supports 

'MCSS = Ministry of Community and Social Services 

and is the most common source for help ("pri 

mary level" health care). Depending on the 

nature and severity of the problem, the family 

physician has several options in terms of refer 

ring to more specialized services, such as an 

Strategies to prevent or reduce the 

need for essential and long-term 

government supports, and increase the 

use of investment supports/services 

Approach to enhancing accountability 

and individualized approachesto servic 

es and supports in the developmental • 
services sector 

Framework for and implementation 

plan to improve the delivery of services „. 

and supports through the mental health ' % 
reform process rW 

Individuals with a dual diagnosis 

(developmental disability with psychi 

atric disorder) are identified as one of 

the target populations who qualify for 

specialized services 

independent practice psychiatrist, community' if! 
mental health program, or general hospital out) • f * 
patient or inpatient service ("secondary level?;<f\l 

health care). Individuals in acute crisis may be' iM 
referred to the nearest emergency department V 



Developmental Disability and Behavioural, Emotional and Psychiatric Disturbances 767 

w 

able to provide a psychiatric service. Those with 

severe, intractable, and/or chronic disorders, 

have, in the past, tended to receive service from 

the nearest Provincial Psychiatric Hospital 

("tertiary level" health care). In the 1980s, there 

were 10 Provincial Psychiatric Hospitals (PPHs) 

covering the province (Penetanguishine; 

Brockville, Kingston, Lakehead, Thunder Bay, 

North Bay, Toronto (Queens Street Mental 

Health Centre), Whitby, Hamilton, and 

London/St Thomas). Many of these hospitals 

had dual diagnosis programs (i.ev they had a 

service specifically for people with develop 

mental disability and psychiatric disorders) 

and/or wards specifically for persons with 

developmental disability, offering long term 

outpatient support and immediate access to 

inpatient beds at times of crises. With the men 

tal health restructuring of recent years (Ontario 

Ministry of Health, 1999a, 1999b), these hospi 

tals have been, or are, in the process of being 

divested; in this process, the PPHs acquire pub 

lic hospital status and their governance changes 

accordingly. Many have entered into agree 

ments with existing public hospitals offering 

psychiatric services in their locality (previously 

the "secondary level" of health care). Services 

offered by the PPH on the day of divestment are 

protected in this process but these services are 

now delivered under the new governance. 

Tertiary level health care is still catchmented: in 

terms of persons with dual diagnosis, this 

implies that each region/locality has to attend 

to the specialist needs of these individuals 

either by offering services directly or, if such 

services are not directly available in that locali 

ty, by arranging service from some other locali-

* ty with appropriate transfer of funds and 

resources. Psychiatric services within general 

hospitals and community mental health pro 

grams generally have not in the past serviced 

specific catchment areas and have sometimes 

restricted their services to particular groups of 

individuals; for example, admitting only those 

with known, or suspected, mood or anxiety dis 

orders and excluding those who do not meet 

their admission criteria (e.g., specifically 

excluding those with developmental disability). 

There is the potential for this recent mental 

health restructuring to provide new opportuni 

ties for persons with developmental disabilities 

and mental health disorders to gain better and 

greater access to mental health programs in the 

locality in which they live; however, the history 

of mental health services for persons with 

developmental disabilities is one of exclusion. 

Unless the process of restructuring includes 

specific educational programs aimed at provid 

ing a greater understanding of the needs of per 

sons with developmental disabilities for mental 

health professionals working in generic settings 

(including access to a range of generic and spe 

cialist services), people with developmental 

disability are likely to continue to be denied 

appropriate mental health care. 

Regardless of whether inpatient care is, or 

has been, delivered in a PPH or psychiatric 

ward of a public hospital, in general, inpatient 

and outpatient services are not linked closely; 

this can lead to fragmented, discontinuous care 

and can result in the client with a dual diagno 

sis being held "captive" in a systems crisis 

which is often mistaken as a client crisis. A 

tenacious and committed effort to pursue coor 

dinated and collaborative assessment, treat 

ment, and discharge planning is fundamental 

to the provision of adequate mental health 

services for this population. 

Barriers and bridges 

Although people with developmental dis 

ability have, in principle, access to the full spec 

trum of services available to the citizens of 
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Ontario, there are significant barriers that 

impede obtaining and benefiting from these 

services. For this population it is relevant, 

therefore, to differentiate between access in 

principle and access in practice (sometimes 

referred to as equity of access). 

For many years, it has been consistently 

observed that people with developmental dis 

ability and mental health needs tend to "fall 

through the cracks" for services. This may be 

traced in part to the relatively separate opera 

tion of mental health and developmental serv 

ice sectors. There has been comparatively little 

joint planning and activity between the two 

sectors, and professionals and caregivers 

receive little or no training or experience with 

"cross-over" issues. Some additional factors 

that impact on the provision of mental health 

services include the following: 

• Exclusionary criteria for services, which 

result in many people with developmen 

tal disability being denied access to 

generic services. 

• The need to utilize the expertise offered by 

different disciplines (e.g., psychiatry, fami 

ly medicine, psychology, behaviour thera 

py, speech-language pathology, neurology, 

developmental pediatrics, genetics, occu 

pational therapy, physiotherapy, nursing) 

in complex cases; this may be difficult to 

arrange due to a lack of professionals with 

relevant training and experience and prob 

lems co-ordinating this type of input. 

• The need for professional staff to modify 

traditional procedures and approaches 

due to differences among people with 

developmental disabilities in cognitive 

and communicative functioning. For 

example, it takes approximately four 

times as long to assess and treat the indi 

vidual with a developmental disability 

and mental health problem as it does for 

the person without such disability 

(Piachaud, 1989). The existing generic sys 

tem is not easily able to accommodate this 

additional time requirement. 

• Reimbursement schedules that do not per 

mit physicians, and other health care 

providers, to be appropriately compensat 

ed for the amount of time many of these 

cases require. 

• The fact that the individual with develop 

mental disability does not always behave 

as a "typical" patient, which can leave staff 

feeling bewildered, deskilled and some 

times angry and terrified if their best treat 

ments and intentions only result in further 

escalation of disruptive behaviours. 

Professionals may feel "out of their depth" 

due to lack of training or experience. This 

can all lead to negative stereotyping of 

people with developmental disability and 

avoidance of getting involved in the future. 

• Budget cuts that threaten existing services 

and place individuals with developmental 

disabilities at even further disadvantage in 

trying to access appropriate services. 

• The lack of an infrastructure and clear lines 

of responsibility and accountability within 

which to address gaps in the provision and 

co-ordination of services. 

Developing an Ontario vision of a mental 

health service sensitive to the needs of 

people with developmental disabilities 

In reviewing the literature on service devel 

opment and provision in this area (Bouras, 

1995; Dosen, 1993, 1995), certain requirements 

stand out as being particularly pertinent in the 

planning and delivery of mental health servic 

es sensitive to the needs of people with devel 

opmental disability. These include: 

• Recognition of the greater prevalence of 

1,4 
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health related problems experienced by 

people with developmental disability so 

that a) resources can be targeted to those 

most at risk, and b) problems can be antic 

ipated and prevented. 

A sustained commitment to, and support 

for, developing a more integrated mental • 

health system for people with develop 

mental disability. 

The development of a spectrum of mental 

health and health-related services that are 

organized into a co-ordinated and cohesive 

network including: primary (e.g., family 

medicine), secondary (e.g., crisis and emer 

gency services, community psychiatric 

services and access to general psychiatric 

inpatient services), and tertiary level serv 

ices (e.g., consultation, assessment and 

treatment of more complex problems and 

access to professionals with special expert 

ise in developmental disability and mental 

health problems); at each level staff are 

needed who are experienced and comfort 

able working with people with develop 

mental disability. 

» The need for professionals and caregivers 

from relevant service sectors (e.g., Health 

and Family and Children's Services) to 

enhance their knowledge of mental health 

issues and their knowledge of the range of 

the available community resources and 

supports. In recognition of the cross-sec 

toral education and training issues that 

affect the provision of services to people 

with developmental disability, the 

Habilitative Mental Health Resource 

Network was awarded funding from both 

Ministries to develop an introductory dual 

diagnosis training curriculum (Griffiths, 

Stavrakaki & Summers, in press). The book 

and training material will be distributed at 

no cost to a diverse group of caregivers 

from across Ontario. 

• The need to integrate broad-based resources 

(including case management, respite, 

home-based services, employment options, 

social and leisure supports, education and 

housing) into the mental health service.sys 

tem so as to address people's needs from a 

holistic perspective. 

• The need to promote clinical and service 

excellence and innovation by working in 

partnership with Academic Health Science 

Centres to develop training, education and 

research activities that focus on the needs 

of people with developmental disability. 

McCreary (1998) recommended the cre 

ation of a national plan to address the 

shortage of psychiatrists trained to re 

spond to the mental health needs of per 

sons with developmental disability. The 

plan was based on program outlines sub 

mitted to the Canadian Psychiatric As 

sociation from the various medical schools 

in Canada that offered postgraduate edu 

cation in psychiatry, which would serve as 

the basis for a "blue print" for the initia 

tive. The outlines would address the man 

ner in which each academic Department of 

Psychiatry would support the training of 

psychiatrists. Although letters of intent 

were submitted by 15 of 16 medical schools 

across Canada, including all five Academic 

Health Science Centres in Ontario, federal 

and provincial funding for the initiative 

has not been secured. 

• The need to develop a process to bring 

together service providers from relevant 

service systems to identify common issues 

and promote joint "ownership" through 

collaborative problem-solving efforts. 

An appreciation of the concept of critical mass 

also appears to be crucial to the successful and 

effective development and delivery of mental 
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health services for people with developmental 

disability and for training professionals. 

Relative to their non-handicapped peers, indi 

viduals with developmental disability are few 

in number but have significantly greater health 

care needs. Thus, health care professionals need 

to be exposed to a sufficiently large number of 

people with developmental disability in order 

to develop knowledge, understanding and 

expertise in the assessment and treatment of 

psychiatric and behavioural disturbance. 

Another critical mass issue is related to popula 

tion size. A report of the ENCOR program in 

Nebraska, a service model well known for its 

exemplary support of people with develop 

mental disability, concludes that: 

for human services providing a range of 

programs from speciality to generic (for 

example, in mental health, mental retarda 

tion and special education) the most desir 

able population size for regional services is 

in the 50,000 to 150,000 range. Population 

size must be large enough to support effi 

cient services to persons with infrequently 

occurring needs. With 50,000 people as a 

minimum, the upper limits to size are 

determined by breakdown in manage 

ment, which seem to occur as systems 

approach populations of 200,000 and again 

at 500,000. (Casey, McGee, Stark & 

Menolascino, 1985, pp. 106-107) 

The ENCOR service provides specialist sup 

port to people with developmental disability 

and behavioural and psychiatric disturbances 

through its affiliation with the University of 

Nebraska Medical Center, thus ensuring that 

health professionals have adequate exposure to 

persons with developmental disability in well 

supported social programs; this linkage in turn 

ensures good quality medical care. In the 

United Kingdom, the unit of service is the 

Community Learning Disability Team (core 

membership of these teams includes nursing 

andsocial worker with access to specialist serv 

ices such as psychiatry, psychology, speech and 

language). These teams are often affiliated with 

the nearest University Medical Centre and 

many of the latter have now established aca 

demic departments in developmental disability. 

These critical mass issues must be addressed 

at the most meaningful administrative level, 

where the larger picture of needed services and 

supports can be appreciated, and where there is 

the capacity to implement change. For example, 

in Canada, a decision to develop mental health 

services within defined catchment areas would 

take place at the provincial level. However, 

issues relating to the. education and training of 

professional staff may only be effectively 

addressed at a national level where, for example, 

professional colleges and National Examining 

Boards are better placed to ensure the develop 

ment and maintenance of best clinical practices. 

People with developmental disability and 

mental health problems present service chal 

lenges that can only be embraced by a truly 

biopsychosocial approach. Their needs span tra 

ditional administrative boundaries of health, 

social services and education. Interministerial 

initiatives and joint funding provide (the solid 

bedrock on which integrated services develop. 

SUMMARY 

In .this chapter, we have presented key 

issues in the assessment and treatment of 

mental health problems in people with devel: 

opmental disability and on how service sys-f 

terns impact on optimal assessment, treat* 

ment, and mental health support. In recent 

years, there has been an explosion of knowlf 

edge in the biological and neurosciences and 

in clinical genetics. This knowledge already 

I , i! 
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Box 5: Recent Initiatives in Ontario 

The Area Resource Team, Chedoke Child and 

Family Centre, Hamilton Health Sciences Centre, 

Hamilton 

This tertiary service, operating out of the Hamilton 

Health Sciences complex (but funded by the 

Ministry of Community and Social Services), pro 

vides mental health consultation, assessment, 

treatment and support to persons with develop 

mental disability living in the catchment area, a 

total population of around 1 million, located within 

3 regions. Through its interdisciplinary clinical and 

teaching activities, the team supports the further 

development of primary (family doctors) and sec 

ondary (focal hospitals) services' understanding of 

the mental health needs of persons with develop 

mental disability. Staff on the team have affiliations 

with the Faculty of Health Sciences at McMaster 

University and are involved in teaching medical 

students, residents, fellows and other health-relat 

ed disciplines, including psychology and nursing. 

The service has developed specific links with men 

tal health professionals (such as psychiatrists, psy 

chologists and nurses) and other developmental 

disability services (such as behavioural support 

teams) in each of the regions of the catchment 

area, thus ensuring continuity of support and care 

for persons referred to this tertiary service 

(Summers et a/., 1995). 

The Griffin Community Support Network, Toronto 

This offers support and short term residential 

placement options for dually diagnosed adults 16 

years and upwards, living within the community of 

Toronto (population around 4 million). The network 

had identified 7 beds located throughout the city 

(in a mix of settings funded from a variety of 

sources). Supporting these beds, agreements have 

been negotiated with 7 hospital settings, 8 day 

centres, 14 agencies providing assessment, con 

sultation and direct support, 20 agencies providing 

short and long term case coordination and case 

management, and 3 mobile crises teams, so as to 

provide responsive and flexible services to individ 

uals admitted to these beds; a clinical facilitator 

coordinates the activities and supports, identified 

as necessary to meet the clients' mental health 

needs (Griffin Centre,1999). 

■ I 

has relevance for our understanding of devel 

opmental disability and for our understand 

ing (and therefore the assessment and treat 

ment) of those individuals who have a devel 

opmental disability and additional emotional 

problems, behavioural disturbances or psy 

chiatric disorders. If individuals with devel 

opmental disability are to benefit from this 

explosion of knowledge in a timely manner it 

is imperative that effective research, academ 

ic (education and training) and clinical links 

are developed alongside the service systems 

responsible for the care and support of this 

vulnerable population (see Moss, Emerson, 

Bouras & Holland, 1997 for further explo 

ration of these issues). 

ACKNOWLEDGEMENT 

The authors greatly appreciate the contribu 

tion of Marika Korossy in the development of 

this chapter. 

': I 



I 

772 Developmental Disability and Behavioural, Emotional and Psychiatric Disturbances 

FOR FURTHER THOUGHT AND DISCUSSION f 
i < 

1. A friend has recently moved into your neighbourhood. She is worried about her teenage 

daughter Sophie who has started "to stay up late at night and has become oppositional an4 

stubborn." Sophie has Down syndrome. What might be going on, what assistance is required 

and how would you help your friend access appropriate services in your area? 

2. Consider the origins of negative attitudes towards people with developmental disability. How, '/| 
i ' 

do such attitudes affect access to good health care? »>• 

3. What is meant by a "proactive/preventive" and "crisis/reactive" health care service? Why is 

a proactive/preventive approach preferable to a crisis/reactive approach in the support of 

people with developmental disability? 

MORE RESOURCES 

Autism Resources 

Website: www.unc.edu/~cory/autism-info 

The Integrated Network of Disability Information and 

Education 

Website: www.indie.ca/ 

Developmental Disabilities Program at the University 

of Western Ontario 

The University of Western Ontario 

Health Sciences Addition 

1393 Western Road, Main Floor 

London, Ontario N6A 5B9 

Website: www.uwo.ca/psychiatry/ddp.hrml 

Telephone: 519 661-3804 Fax: 519 661-3487 

Email: ddp@uwo.ca 

Habilitative Mental Health Resource Network (Ontario 

Chapter of the National Association for the Dually 

Diagnosed) 

c/o Plaza 69 Postal Outlet 

1935 Paris Street, Box 21020 

Sudbury, Ontario P3E 6G6 

Website: www.nbpsych.on.ca/HMHRN.HTM 

Telephone: 905 8911790 Fax: 905 891 0908 

National Association for the Dually Diagnosed 

Mental Illness/Mental Retardation 

132 Fair St. Kingston, NY 12401-4802 

Website: www.thenadd.org 

Telephone: 845 331-4336 Fax: 845 331-4569 

Email: thenadd@aol.com 

Mental Health Aspects of Developmental Disabilities 

Psych-Media, Inc. P.O. Box 57, Bear Creek, NC, 

USA, 27207 

Telephone: 336581-3700 Fax: 336 581-3766 

Email: mhaspectsofdd.com. 

Society for the Study of Behavioural Phenotypes 

Website: www.psychiatry.cam.ac.uk/ssbp 

IB 
'1 

Ministry Documents 
i 

Ontario Ministry of Community and Social Services 

(1987). Challenges and opportunities. Toronto, ON: , 

Queen's Printer. 

Provincial Community Mental Health Committee (July, 

1988). Building community support for people: A plan , 

for mental health in Ontario (The Graham Report). 

Toronto, ON: Queen's Printer. 

Ontario Ministries of Health and Community and 

Social Services (July, 1990). Policy guideline for the 

provision of services for persons with a dual diagnosis 

(developmental disability/mental health needs). Toronto, 

ON: Queen's Printer. 

Ontario Ministry of Community and Social Services 

and Ministry of Health (1991). Initiatives for persons 

with developmental disability and mental illness. 

Toronto, ON: Queen's Printer. 

Ontario Ministy of Health (1993). Putting people first-

Reform of the mental health services in Ontario. 

Toronto, ON: Queen's Printer. 

Ontario Ministry of Community and Social Services 

(March, 1995). Developmental services: Draft paper. 

Toronto, ON: Queen's Printer. 

Ontario Ministry of Community and Social Services : 

(1997). Making services xvorkfor people. Toronto, ON: 

Queen's Printer. 

Ontario Ministry of Community and Social Services 

(October, 1997). Reinvestment strategy for children and 

youth. Toronto, ON: Queen's Printer. 

Ontario Ministry of Community and Social Services 

(December, 1997). Reinvestment strategy for adults 

with a developmental disability. Toronto, ON: Queen's 

Printer. 

Ontario Ministry of Community and Social Services 

(1998). Individual Support Agreements for People with 

Developmental Disabilities. Toronto, ON: Queen's Printer. 
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Ontario Ministry of Health (1999a). Making it happen: 

Operational framework for the delivery of mental health 

services and supports. Toronto, ON: Queen's Printer. 

Ontario Ministry of Health (1999b). Making it happen: 

Implementation plan for the reformed mental health 

system. Toronto, ON: Queen's Printer. 

Statutes 

Education Act of 1974, R.S.O 1980 (Bill 82). 

General Reading 

Bouras, N. (Ed.). (1994). Mental health and mental 

retardation. Cambridge: Cambridge University Press. 

Fletcher, J. R., & Dosen, A. (Eds.). (1993). Mental health 

aspects of mental retardation: Progress in assessment 

and treatment. Toronto, ON: Lexington Books, 

Maxwell Macmillan Canada. 

Fletcher, J. R., & Menolascino, F. (Eds.). (1989). Mental 

retardation and mental illness, assessmetU, treatment, 

and service for the dually diagnosed. Toronto, ON: 

Lexington Books, Maxwell Macmillan Canada. 

Russell, O. (Ed.). (1997). Seminars in the psychiatry of 

learning disabilities. London: The Royal College of 

Psychiatrists, Gaskell. 
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Abstract Cognitive impairments can increase significantly a person’s level of risk

for becoming or remaining homeless. Five topics are explored that address these

impairments in preventing homelessness: (1) the nature and estimated prevalence of

cognitive impairments among people who are homeless, especially those with

vulnerabilities like mental illness or substance abuse; (2) the multiple origins of

these impairments; (3) how these impairments impact services for people at risk for

homelessness; (4) good practice approaches to handling cognitive impairments in

homeless shelters, supported housing programs, and other service systems for

people at risk for homelessness; and, (5) important research and practice issues

requiring further action.

Keywords Cognitive impairments � Homelessness � Prevention �
Assessment � Intervention

Introduction

Cognitive impairments can significantly affect an individual’s ability to obtain and

maintain stable housing, and to benefit from supportive services. Deficits in a

person’s memory, perception, judgment, planning, and speech can result in poor

problem-solving and social skills, and in his/her inability to make sound decisions.

The behaviors resulting from cognitive impairments are largely unintentional, but

they are often poorly understood by providers and others, and are sometimes

mistaken for noncompliance. For example, landlords sometimes deny housing to

people with cognitive impairments because their behaviors may be difficult to

understand. Frequently behaviors that occur as a result of cognitive impairments

are misinterpreted as being intentionally antisocial or disruptive. People with
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cognitive impairments who do obtain housing often lose it through eviction, because

these impairments leave them unable to figure out how to pay for rent and utilities,

or how to maintain their residences appropriately (HCH Clinicians’ Network 2003).

The nature, prevalence, and origins of cognitive impairments are relevant to the

prevention of homelessness for all three levels of ‘‘prevention’’ as classically

defined. Primary prevention refers to preventing people who are at risk but not yet

homeless from becoming so, and might involve providing cognitive remediation or

other services more widely. Secondary prevention and tertiary prevention activities

focus on helping people who already are homeless (especially the core population of

chronically homeless people) find permanent and stable housing. The good practices

presented here for assessing and intervening with cognitive impairments are specific

to secondary or tertiary prevention services provided through homeless shelters,

supported housing programs, and other service programs for people who already

have had some experience with homelessness.

At present only a limited research and practice literature is available to support

families and mental health care workers in finding solutions for people with

cognitive impairments at risk for homelessness (Spence et al. 2004). In many

communities, ‘‘neuropsychological assessments, diagnosis and treatment for

homeless people tend to be inadequate or altogether lacking’’ (Solliday-McRoy

et al. 2004, p 471). This review examines five questions related to these challenges:

(1) What are cognitive impairments and how many homeless people are cognitively

impaired? (2) What are the origins of these cognitive impairments? (3) How

do cognitive impairments impact services for people at risk for homelessness?

(4) What are some good practice approaches to handling cognitive impairments

in homeless shelters, supported housing programs, and other service systems for

people at risk for homelessness? and (5) What research and practice issues require

further action?

Gladwell (2006) describes the high costs of homelessness for people who are

extremely vulnerable. Costs might be reduced by using a ‘‘power law’’ approach,

increasing impact of services and cost-effectiveness by giving priority to the most

severely disabled people. If the presence of significant cognitive impairments is

understood to be ‘‘severe,’’ people with these severe disabilities would be

candidates for enhanced services under a ‘‘power law’’-type policy. This approach

is controversial because it tends to pit subgroups of people who are homeless against

each other. However, this is a policy option requiring consideration, given tight

resources.

The National Alliance to End Homelessness believes that ending chronic

homelessness is well within the nation’s grasp and could be accomplished within

10 years given public will and funding support (National Alliance to End

Homelessness 2000). Recently, the Department of Housing and Urban Development

announced $1.2 billion in funding for homeless assistance (National Alliance to End

Homelessness 2005). This funding underscores a growing commitment among

funders, communities, advocates, and service providers to deal more systemically

with chronic homelessness. Addressing cognitive impairments among people at risk

for homelessness can enhance the larger systems change effort, as well as individual

person-focused efforts to prevent homelessness.
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What are Cognitive Impairments and How Many Homeless People
are Cognitively Impaired?

At least 20 million Americans suffer from some type of mild to severe cognitive

impairment. These impairments result from brain disease or injury and compromise

‘‘perception, information processing or formulation of a verbal or motor response’’

(HCH Clinicians’ Network 2003). They affect attention, memory, and language;

they have impact on visual and spatial functioning, the ability to perform unfamiliar

tasks, overall awareness, and the ability to organize and regulate behavior (Filley

2002).

It is difficult to estimate precisely the number of people with cognitive

impairments in the homeless population. People in shelters are infrequently assessed

for cognitive impairments. Even when they are, they are often treated only for other

conditions, such as severe and persistent mental illness or substance abuse. For

people on the streets, the ability to assess cognitive impairments may be

compromised by more temporary conditions, such as inebriation or recent drug use.

Spence et al. (2004) reviewed published work to assess evidence of cognitive

dysfunction among adults who are homeless. Despite liberal inclusion criteria, they

identified only 17 studies, conducted mainly in the U.S. with about 3,300 subjects in

all. These studies indicate that there is a considerable burden of cognitive

dysfunction among homeless people, although existing research does not directly

establish a causal connection.

Solliday-McRoy et al. (2004) estimate that the prevalence of cognitive

impairment among people who are homeless may be as high as 80%. Douyon

and colleagues (1998) found that homeless veterans displayed higher levels of

cognitive impairments than non-homeless individuals. They also showed higher

levels of hostility, prior criminal activity, and family history of psychiatric illnesses,

but lower levels of depression. This study identified practical consequences of

leaving cognitive impairments undiagnosed and untreated. For instance, if higher

hostility is common among homeless people with cognitive impairments, it can

affect their ability to access and sustain service involvement.

What are the Origins of These Cognitive Impairments?

Cognitive impairments arise from a number of sources—including schizophrenia,

substance abuse, traumatic, or acquired brain injury, progressive neurological

disorders, and developmental disabilities. For many homeless people, their

impairments may come from more than one source, and the pattern of their

cognitive problems may shift over time. Each of these sources is discussed below.

Cognitive impairment is a core feature of schizophrenia, affecting at least 85% of

this population (Gopal and Variend 2005; Keefe and Hawkins 2005), with resulting

negative impact on the ability to maintain stable housing and otherwise function

effectively in the community. These difficulties can be significantly reduced with

appropriate medication, in concert with cognitive remediation therapy (Gopal and

Variend 2005; Wexler and Bell 2005), which is discussed below.
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Poor attention is an early cognitive symptom, but difficulties with memory and

visual motor speed may also be present, even before the onset of psychotic

symptoms (Medalia and Revheim 2002). People with schizophrenia also seem

unable to maintain voluntary control over the maintenance and manipulation of

information (Goldberg and Green 2002), so they may have difficulty formulating

plans, implementing them, and then flexibly changing to a new strategy once an old

one no longer works. Research typically shows abnormalities in both the frontal and

temporal lobes of their brains, controlling respectively the executive/attentional

systems and memory systems (Rains et al. 1995). In severe cases, people who have

such impairments often cannot complete daily activities without assistance (Rains

et al. 1995; Turetsky et al. 2002).

Prolonged substance abuse may result in more temporary and reversible

cognitive impairments. Delirium often results from severe intoxication, and

impairments from abuse of drugs such as cocaine also are common (Osher 2006,

personal communication). Because many people at risk for homelessness are

substance abusers, interventions that reduce substance use can also reduce these

temporary cognitive impairments, and sometimes the more enduring ones described

below. This in turn can play a significant role in efforts to prevent homelessness

(National Alliance to End Homelessness 2000).

Traumatic brain injury resulting in cognitive impairments is seen more

frequently in people who are homeless than in the general population (Gonzalez

et al. 2001; HCH Clinicians’ Network 2003). Traumatic brain injury may be caused

by auto accidents, falls, accidental poisonings, assaults, or gunshot wounds.

Homeless individuals bear a disproportionate risk for severe head injury, at least

partly because they are more likely to be victimized by assaults, have higher

propensity for risk taking, and have a higher prevalence of antisocial personality

disorder (Silver and Felix 1999).

Acquired brain injury most often occurs among people who are homeless as a

result of chronic substance abuse, strokes, post-traumatic stress disorder (particu-

larly likely among the many homeless people who are veterans), and infections or

malnutrition (Silver and Felix 1999). All these types of injuries may have been

acquired as a consequence of being homeless.

Other cognitive impairments are associated with progressive neurological
disorders. These include multiple sclerosis, Parkinson’s, and Alzheimer’s disease

or dementia due to aging (HCH Clinicians’ Network 2003).

Developmental disabilities are a diverse group of severe chronic conditions that

are due to mental and/or physical impairments, resulting in problems with major

life activities such as language, mobility, learning, self-help, and independent

living. Developmental disabilities begin anytime during development up to

22 years of age, and usually last throughout a person’s lifetime. They are

attributable to such conditions as mental retardation, cerebral palsy, or autism, and

typically involve some degree of cognitive impairment. Nearly four million of the

estimated 20 million Americans with cognitive impairments have a developmental

disability (U.S. Department of Health and Human Services 2000). Because

developmental disabilities are typically diagnosed early in childhood, many

assessment and treatment protocols for these impairments are offered as part of
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special education programs. Early intervention services are designed to meet

developmental needs of an infant or toddler, and then lead to special education

programs for school-age children (National Dissemination Center for Children

with Disabilities 2003).

Other sub-types of developmental disabilities, typically diagnosed in very young

children, are the various conditions covered by the umbrella term Fetal Alcohol

Spectrum Disorder (FASD), all resulting from a mother’s alcohol abuse during

pregnancy. Over half of all children diagnosed with these conditions are clinically

defined as having attention deficits, resulting in significant impact on their daily

lives, as children and later as adults (Lockhart 2001).

As many as 35% of people with a developmental disability also have a mental

illness. Prevalence rates for this kind of dual diagnosis are unreliable because

individuals diagnosed with developmental disabilities usually are not assessed for

mental illness. People with co-occurring mental illness and developmental

disabilities rarely receive appropriate assessment and care for both disorders. As

a result, they may be at increased risk for long-term institutionalization and

homelessness (National Association of State Mental Health Program Directors

2004).

People with developmental disabilities are more vulnerable to becoming

homeless at two critical junctures. The first occurs when a young person ages out

of the care system designed for children (including, in many cases, foster care).

Special education and other in-school programs can no longer offer services, and

adult supports may not be accessible (National Dissemination Center for Children

with Disabilities 2003). Unless the individual has strong family ties, they are at high

risk of becoming homeless. The second juncture occurs when parents of a

developmentally disabled person are no longer living. If plans for support and stable

housing are not in place before the death of the parents, the individual is more likely

to become homeless.

How do Cognitive Impairments Impact Services for People at Risk
for Homelessness?

Assessing cognitive impairments

Various instruments are available for assessing the presence and severity of

cognitive impairments. For example, in a review conducted by Spence et al. (2004),

10 of the 18 agencies studied employed the Mini-Mental Status Examination

(MMSE) to assess cognitive functioning – a widely-used but relatively non-specific

assessment tool (Gonzalez et al. 2001). The Cognitive Impairment Assessment

Education Series (Weaverdyck 2006), like the MMSE, provides questions in a

format that service agency staff who are not mental health professionals can use to

assess cognitive functioning. Instruments commonly used by mental health

professionals also include the Repeatable Battery for the Assessment of Neuropsy-

chological Status (RBANS) and the Brief Assessment of Cognition in Schizophrenia

(BACS) (Keefe and Hawkins 2005).
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Inspite of the availability of assessment instruments, cognitive impairments of

people who are homeless often are not assessed, (Osher 2006; Solliday-McRoy et al.

2004). Service workers are often focused on addressing pressing survival needs of

people who are homeless, such as food, shelter, and medical attention (HCH

Clinicians’ Network 2003). Furthermore, shelter staff and others serving people who

are homeless are often untrained in assessment.

When assessments are conducted, they can be quite challenging (Eberlein 2000).

Individuals with cognitive impairments may be unable to participate fully in

assessment because of their inability to communicate their thoughts, experiences,

and feelings (Fodero n.d.). According to Eberlein (2000), cognitively impaired

individuals often find it difficult to undergo formal neuropsychological assessment,

and sometimes may be reluctant to do so, even though it may provide helpful

diagnostic information. Later, as they receive services, people with cognitive

impairments may be unable to discuss their discomfort with service protocols

(sometimes severe enough to cause them to reject services), rules for living in a

shelter or supported housing program, or difficulties such as medication side effects

(Benson and Wilkerson 2000).

Misdiagnosis may also be a problem, especially due to the multiple causes of

cognitive impairments. For example, people with severe cognitive impairments that

are not related to a mental illness such as schizophrenia are still sometimes

diagnosed only as mentally ill, resulting in incomplete or inappropriate services

(HCH Clinicians’ Network 2003). For example, antipsychotic medications will only

ameliorate cognitive impairments that were caused by schizophrenia.

Other health issues may complicate assessment of cognitive impairments.

Symptoms of some diseases can mimic organic brain disorders. For example,

cognitive impairment in a homeless person with HIV may indicate AIDS-related

dementia, but it can also indicate prolonged depression, opportunistic infection, side

effects from medication, or self-medication with psychoactive substances. Confu-

sion, incoherence, and distorted speech can indicate cognitive impairment, but it

may be related to untreated diabetes; people with pre-lingual deafness are

sometimes diagnosed as psychotic or mentally retarded (HCH Clinicians’ Network

2003).

The reason for undertaking assessment is not to attach a label, but rather to

identify areas of need and services required if cognitive impairments are present

(Benson and Wilkerson 2000). In practical terms, however, a diagnostic label may

be useful if it allows the individual to qualify for needed services. For instance, full

neuropsychological testing may reveal that an individual qualifies for services from

the adult developmental disabilities system (Osher 2006), or for SSI/SSDI benefits.

Serving People with Cognitive Impairments

People with major cognitive impairments are often among the most challenging to

serve in programs that focus on people at risk for homelessness, such as shelters or

supported housing programs (HCH Clinicians’ Network 2003). Cognitive impair-

ments may be experienced in many different ways; they may impact an individual’s
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ability to function in one area, but not in others. Some people can appear high

functioning when engaged in social or casual conversation, but are nevertheless

impaired to an extent that increases their risk for becoming or remaining homeless

(Medalia and Ravjeo 2002).

Cognitively impaired people may be erroneously considered ‘‘non-compliant’’ or

‘‘in denial’’ because their impairments preclude their full participation in the

service process (Gonzalez et al. 2001). Sometimes they are banned from service

settings due to impairment-related disruptive behavior or failure to comply with

prescribed treatments (HCH Clinician’s Network 2003). Folk and Fernandez (n.d.)

give the example of a woman with undiagnosed mild mental retardation who was

constantly in danger of being kicked out of a shelter because she did not do her

chore of vacuuming the floor at night. She always would agree to the task when

asked by staff, but then did not follow through. This led them to assume she was

manipulative and resistant. An advocate who suspected she might be cognitively

impaired discovered that she did not know how to operate a vacuum cleaner—but

agreed to do so when asked to please the shelter workers.

Cognitively impaired people may reject services, sometimes rebuffing even the

most basic interactions with service staff. This may happen because they are unable

to comprehend what is being asked, or the benefit from their participation. Such

people also may resist services because they have fixed and inaccurate ideas about

the service system. This situation is only made more complicated by cognitive

impairments that affect their ability to judge and understand. In some cases, the best

providers can do is to keep these individuals from leaving the service system

altogether, and significantly worsening their life situations (HCH Clinicians’

Network 2003). Whenever the service system seems to be ‘‘failing’’ someone,

service staff can check again to determine whether an undiagnosed cognitive

impairment is contributing to the individual’s difficulties.

People with cognitive impairments also may be more vulnerable to substance

abuse because of an inability to regulate their behavior (Price 2005). These

individuals often lack protective and resiliency factors (e.g., feelings of self-

competence, self-control, and personal power) that can protect against the

temptation to abuse substances. They may self-medicate against feelings of loss

and frustration specific to their cognitive functioning. Using drugs or alcohol in a

social context may also help to reduce the social isolation resulting from their

impairment.

Moreover, people with co-occurring cognitive impairments and substance abuse

are often unable to benefit from or participate in traditional substance abuse

treatment programs. Some programs move too quickly, or require a level of

intellectual participation cognitively impaired people may find difficult (such as

some aspects of 12-step programs). If the impairment is severe, the person may not

understand the effects of substance abuse, or the workings of a particular program,

but counselors may interpret this as denial (HCH Clinicians’ Network 2003).

Counselors may lack the skills to respond to people with cognitive impairments and

make needed adjustments in the service process.

For instance, motivational interviewing is an evidence-based practice designed

for engaging ambivalent or resistant people (Squires and Moyers 2001). It relies
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heavily on an individual’s ability to participate in an open exchange with others. It

assumes a level of self-sufficiency and judgment that simply is not present in many

people with substantial cognitive impairments. Thus, despite its powerful evidence

base, providers may need to find alternatives to motivational interviewing when

they have concerns about a person’s level of cognitive impairment.

Many juveniles and adults with cognitive impairments become involved with the

criminal justice system, but their disabilities may not be easily recognized by intake

personnel. Arrestees may not understand their rights, and frequently waive them.

Once in jail or prison, other inmates often victimize people with cognitive

impairments. They may spend long periods in segregation because they have

difficulty understanding jail and prison rules, or orders from guards. Because they

often are not identified as cognitively impaired, and because there are few

specialized programs for reintegrating people with these disabilities after they are

released, they often are discharged to homelessness, and thus enter ‘‘revolving door

cycles’’ like prison to parole and back to prison (Petersilia 2000). In addition, they

may be refused housing because of their criminal records.

Services also need to respond to ethnic and cultural differences in conceptual-

izing cognitive impairments, as well as to people’s abilities to understand and

participate in their service programs (National Association of State Mental Health

Program Directors 2004). To deal with these challenges in the Seattle area, the Arc

of King County’s program for homeless people who have developmental disabilities

(described below) offers cultural competency training for both service recipients

and professionals (The Arc of King County 2006).

What are Some Good Practice Approaches to Handling Cognitive
Impairments in Homeless Shelters, Supported Housing Programs,
and Service Systems for People who are Homeless or at Risk for Homelessness?

Strategies for handling cognitive impairments among people at risk for homeless-

ness exist, but are not well-integrated into standard practice because they come from

varied settings and disciplines. Space does not permit a more detailed examination

of these approaches, but listed below are some representative good practices. They

include (a) general strategies for providing services, (b) services that target people

with identified cognitive impairments, and (c) methods for training service providers

or family members.

Solliday-McRoy et al. (2004) analyzed research- and practice-based strategies for

modifying assessment, treatment, or shelter/supported housing services to reflect the

special needs of people with significant cognitive impairments. They suggest the

following general strategies, and claim they can be useful regardless of the source of

the impairment:

• Use service modalities that are not cognitively demanding,

• Set well-defined goals for all services,

• Repeat all basic concepts and instructions,

• Provide concrete explanations of actions to be taken,
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• Offer continual behavioral reinforcement,

• Use memory enhancement approaches,

• Use cognitive rehabilitation approaches when feasible, and

• Use structured skill learning as part of services.

When working with people with cognitive impairments, it is important to use

very clear, concise, and specific language, avoiding abstractions and unnecessary

detail. Information should be provided slowly, with opportunity for questions. Goals

can be broken down to one-at-a-time, instead of presenting the person with a set of

goals they may find overwhelming. Although adults with cognitive impairments

may at time appear childish, they are adults and should be treated as such. It may be

necessary to repeat instructions frequently, use diagrams or demonstrations, and ask

the person to repeat instructions (HCH Clinicians Network 2003).

Programs offered by a shelter or other service agency can serve people with

cognitive impairments more effectively by adapting one or more of the above

general approaches. For example, medication management programs can be

custom-fitted for people in supported housing programs who have cognitive

impairments. This may include increasing the time allotted for explanations or using

photographs or pictures from journals or magazines to illustrate instructions (Osher

2006).

Some service programs by their nature are more amenable to such custom-fitting.

For instance, many homeless health care clinics use intensive case management

approaches based on Assertive Community Treatment (ACT), an evidence-based

approach to intensive services (Lehman et al. 1999). The person is fully engaged in

treatment from the beginning, and sets goals such as stable housing, employment,

and self-sufficiency. Under these conditions, cognitive impairments, even if not

formally diagnosed, are more likely to be recognized and can be dealt with in the

service process.

Velligan and colleagues (2006) promote custom-fitting of another type.

Considerable research shows that ‘‘cognitive adaptation training’’ with individu-

ally-tailored environmental supports (signs, alarms, special medication containers,

etc.) can help people with medication compliance and other adaptive behaviors.

However, in a controlled study Velligan et al. (2006) found that such supports are

not likely to be used unless they are customized to meet the needs of individuals,

and set up in their own home environments.

‘‘Errorless learning,’’ used successfully in teaching entry-level job tasks, also is

effective in teaching social problem-solving skills to people with schizophrenia

(Kern et al. 2005). This approach, which breaks down task performance into

smaller, more-easily-mastered subunits, may have potential for application to other

kinds of learning needs for people with cognitive impairments, whether arising from

schizophrenia or not.

Harvey et al. (2005) suggest that since cognitive impairment is a major

determinant of functional outcome in schizophrenia, treatment of cognitive

impairment at the time of the first psychotic episode might have the potential to

change functional outcomes of the illness. Their study examined changes in

cognitive functioning associated with treatment with risperidone compared with
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haloperidol. Treatment with risperidone at the time of the first episode of

schizophrenia is associated with wide-ranging improvements in cognitive function-

ing; overall improvement is significantly greater with risperidone than with

haloperidol. Thus, treatment decisions related to a primary diagnosis of schizo-

phrenia can have an impact on reducing cognitive impairments, in cases where

mental illness was the primary source of the impairment.

Cognitive remediation is an intervention for improving cognitive function, which

has shown large and lasting improvements in cognition for people with

schizophrenia (Wexler and Bell 2005); it may also have potential for handling

cognitive impairments of all types. Exercises to improve attention, memory and

executive function are performed in either individual or group settings, sometimes

with computerized exercises or manualized programs. Growing evidence suggests

that cognitive remediation improves real-world functioning as well (Gaddes and

Edgell 1994; Medalia and Richardson 2005).

Comprehensive service programs have been developed to address the needs of

people with cognitive impairments who are at risk for homelessness. For instance,

the Arc of King County Survival Services Program (The Arc of King County 2006)

has since 1989 provided services specifically for people who are homeless with

developmental disabilities. Survival Services helps people secure and maintain

public assistance, locate affordable housing, and provides crisis intervention on an

ongoing basis. The aim is to teach people the skills necessary to achieve the highest

possible level of personal responsibility.

The Homeless Case Management Program in Silver Spring, Maryland, published

a resource document for providers serving people who are homeless and have

developmental disabilities (Folk and Fernandez n.d.). The Maryland Developmental

Disabilities Administration (2006) provides an array of services to individuals in

crisis, including those at high risk for homelessness. Services help adults deal better

with their cognitive impairments, and continue living in their own homes or with

their families, or in a residential service setting. Many other states have similar

programs, such as the New York Office of Mental Retardation and Developmental

Disabilities (2006) and its Options for People Through Services (OPTS) program.

Service programs can be enhanced by bringing together agencies and profes-

sionals from mental retardation/developmental disabilities and mental health to

design programs and treatment protocols that will address both cognitive

impairment and mental illness (as well as substance abuse, when needed). This is

particularly important because public services often are organized as though

individuals have only one disability, e.g., mental illness or developmental disability,

whereas in fact they may have several (Shriver 2001). In a report on a conference

bringing together these two systems, the National Association of State Mental

Health Program Directors (2004) provide a number of suggestions for how a more

integrated approach could be developed, with resulting improvements in services for

people who are homeless.

In many service settings, staff are not trained to detect or respond to cognitive

impairments in people who are homeless, often because of limited financial

resources, or simply because training is not available. The need is particularly acute
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for training to serve people with multiple challenges (mental illness, substance

abuse, developmental disabilities, etc). The Ohio Coordinating Center of Excellence

(CCOE) in Dual Diagnosis trains professionals in mental health/mental retardation/

developmental disabilities and related service systems (including but not limited to

those focused on people at risk for homelessness). It also provides clinical and

organizational consultation across Ohio. CCOE developed regional training

programs where systems change and clinical best practices are presented, and

provided mini-grants to foster local collaboration, as well as offer individual

consultation to clinicians (Benson and Wilkerson 2000).

Medalia and Revheim (2002) assembled a handbook for families and friends of

individuals with psychiatric disorders, to help them understand and respond to

cognitive impairments of these individuals. It discusses the impact of cognitive

impairment on daily functioning and outlines various treatment and service options.

The manual also discusses things family members can do to help the individual

improve his/her cognitive functioning.

What Research and Practice Issues Require Further Action?

More research is needed to document the prevalence of cognitive impairment

among people who are homeless and at risk for homelessness, about the origins and

severity of their impairments, and about the consequences of these impairments for

the effectiveness of the service process. Study also is needed about how to

economically and accurately assess cognitive impairments. For instance, consider-

able empirical evidence indicates that cognitive impairments, when properly

assessed, are among the most important predictors of long-term disability in

schizophrenia. The MATRICS project, funded by the National Institute of Mental

Health, is developing more rigorous assessment methods, along with pharmaco-

logical approaches to cognitive impairments among people with schizophrenia, and

ways to encourage the pharmaceutical industry to develop promising drugs for this

purpose (MATRICS Project 2006).

Controlled studies are essential to determine more precisely the effectiveness of

innovative methods or service programs that address cognitive impairments among

people in service systems, including supportive housing and homeless shelters. Of

particular value would be research showing that cost savings are likely when

cognitive impairments are addressed more systematically among people who are

homeless, as well as studies about how to use these approaches in primary

prevention of homelessness – among populations with cognitive impairments who

are not yet homeless.

Re-shaping of public policy might be possible based on good cost-benefit data.

Also, more research is needed on newer types of preventive interventions, such as

drugs that reduce the disabling effects of cognitive impairment (Filley 2002).

Neurosurgical techniques have advanced, and may lead to helpful interventions in

the future. There is some hope that gene therapies may be created that can help treat

some of these impairments. Also, the University of Colorado’s Coleman Institute
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for Cognitive Disabilities (2006) is pioneering the development of technology to

help individuals residing in community living environments. When more widely

implemented, these technologies may reduce the risk of homelessness. All of these

approaches are still in the early stages of development.

At the practice level, mental health, substance abuse and mental retardation/

developmental disability professionals need to continue working together to develop

integrated assessment and service programs. Medical professionals might be

included, as well, since homeless people are at high risk for injury, and for diseases

such as HIV/AIDS, which can also result in cognitive impairments. The National

Association of State Mental Health Program Directors conference report (2004)

provides a number of concrete recommendations for such service and systems

integration.

Stigma remains an issue for many people in the homeless service system—many

people will not come into the service system because they fear the negative effects

of stigma. Misconceptions and prejudices of providers about people with cognitive

impairments are part of the challenge. Professional as well as public education is

needed, to promote greater awareness of the special challenges faced by people with

cognitive impairments who are homeless or at risk for homelessness. In general,

more resources are needed to support training of staff and improvement of service

systems so they can better respond to the needs of people with cognitive

impairments.

Lastly, a Federal interagency task force needs to be assembled to examine the

complex issues of cognitive impairments and prevention of homelessness. This task

force could include representatives from various Federal agencies concerned with

mental illness and substance abuse, as well as those concerned with homelessness. It

could include researchers, providers, foundation representatives, policymakers, and

people at risk for homelessness and their family members. Such a task force could

spearhead development of a toolkit on assessment and treatment of cognitive

impairments for people who are at risk of or experiencing homelessness. Such a

toolkit could then be disseminated widely, as part of a national plan for workforce

development on this subject.

Action on all of the issues just outlined will be needed to answer the five

questions that framed this review of research and practice on cognitive impairments.

These challenges are a fact of life for many people who are homeless or at risk for

homelessness, and for service providers, their families, and the community at large.

The difficulty of creating good practices is increased because these impairments

have multiple origins, and they are not easy to diagnose or treat. However, progress

on the several fronts discussed here is essential, if we hope to end chronic

homelessness in the United States within the next ten years.
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The current notion of recovery
from mental illness dates back
to the 1980s, with the publica-

tion of a major study that demonstrat-
ed that the course of severe mental
illness was not an inevitable deterio-
ration (1) and of several first-person
accounts by consumers who de-
scribed their experiences with a diag-
nosed mental illness and how they
had managed to emerge intact or re-
cover (2–4). Mental health profes-
sionals drew on such accounts to for-
mulate theoretical and practical mod -
els of recovery that could be adapted
for use in psychosocial rehabilitation
and other mental health services
(5–9). In the 1990s, as states were
faced with the challenge of reconfig-
uring their publicly funded mental
health services according to the prin-
ciples of managed care (10), recovery
became a tool for guiding system re-
form in both policy and practice (11).

The use of the term “recovery” in
these different arenas—outcomes re-
search, personal narrative, services

design and provision, and system re -
form—has led to confusion. Recovery
is variously described as something
that individuals experience, that serv-
ices promote, and that systems facili-
tate, yet the specifics of exactly what
is to be experienced, promoted, or fa-
cilitated—and how—are often not
well understood either by the con-
sumers who are expected to recover
or by the professionals and policy
makers who are expected to help
them.

The conceptual model of recovery
described in this paper was designed
for the purposes of education and
self-assessment (12). It was devel-
oped by the first author under the
aegis of the State of Wisconsin’s re -
covery implementation task force, an
advisory body composed of con -
sumers, providers, advocates, and
policy makers that has been charged
with moving the state toward its goal
of developing a “recovery-oriented”
mental health system (13). The mod-
el aims to link the abstract concepts

that define recovery with the specific
strategies that systems, agencies, and
individuals can use to facilitate it.

The model
In our model, the word recovery
refers both to internal conditions—
the attitudes, experiences, and
processes of change of individuals
who are recovering—and external
conditions—the circumstances, events,
policies, and practices that may facili-
tate recovery. Together, internal and
external conditions produce the
process called recovery. These condi-
tions have a reciprocal effect, and the
process of recovery, once realized,
can itself become a factor that further
transforms both internal and external
conditions.

Internal conditions
An analysis of numerous accounts by
consumers of mental health services
who describe themselves as “being in
recovery” or “on a journey of recov-
ery” suggests that the key conditions
in this process are hope, healing, em-
powerment, and connection.

Hope. The hope that leads to re-
covery is, at its most basic level, the
individual’s belief that recovery is
possible. The attitudinal components
of hope are recognizing and accepting
that there is a problem, committing to
change, focusing on strengths rather
than on weaknesses or the possibility
of failure, looking forward rather than
ruminating on the past, celebrating
small steps rather than expecting seis-
mic shifts in a short time, reordering
priorities, and cultivating optimism.
Gaining hope has about it something
of the transcendent. “A tiny, fragile
spark of hope appeared and promised
that there could be something more
than all of this darkness. . . . This is
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the mystery. This is the grace. . . . All
of the polemic and technology of psy-
chiatry, psychology, social work, and
science cannot account for this phe-
nomenon of hope. But those of us
who have recovered know that this
grace is real. We lived it. It is our
shared secret” (3).

The source of this grace is different
for each individual. For one it will be
the entity he or she knows as God.
For another, it might be a spiritual
connection with nature. Individuals
not drawn to spirituality may find
their grace in other sources, such as
making art or contemplating philo-
sophical issues. Hope sustains, even
during periods of relapse. It creates
its own possibilities. Hope is a frame
of mind that colors every perception.
By expanding the realm of the possi-
ble, hope lays the groundwork for
healing to begin.

Healing. Consumers and profes-
sionals who accept the dictionary def-
inition of recovery—to regain normal
health, poise, or status—may resist
the very possibility of recovery be-
cause they see it as an unrealistic ex-
pectation. However, it is important to
remember that recovery is not syn-
onymous with cure. Recovery is dis-
tinguished both by its endpoint—
which is not necessarily a return to
“normal” health and functioning—
and by its emphasis on the individual’s
active participation in self-help activi-
ties. The concept of recovery is better
captured by the notion of healing, a
process that has two main compo-
nents: defining a self apart from ill-
ness, and control.

As Estroff (14) has noted, people
who have psychiatric disabilities often
find that they lose their “selves” in-
side mental illness. Recovery is in
part the process of “recovering” the
self by reconceptualizing illness as
only a part of the self, not as a defini-
tion of the whole. As consumers re-
connect with their selves, they begin
to experience a sense of self-esteem
and self-respect that allows them to
confront and overcome the stigma
against persons with mental illness
that they may have internalized, thus
allowing further connection with the
self.

The second healing process is con -
trol—that is, finding ways to relieve

the symptoms of the illness or reduce
the social and psychological effects of
stress. For some consumers, medica-
tion is a successful strategy for effect-
ing control. Another strategy is learn-
ing to reduce the occurrence and
severity of symptoms and the effects
of stress through self-care practices,
such as adopting a wellness lifestyle
or using symptom monitoring and re -
sponse techniques (15,16)

The word “control” has a double
meaning. In one sense it refers to the
outcome of managing symptoms or
stress. The second meaning, however,
refers to the locus of control, or who

has control. In recovery it is the con-
sumer who has taken control, who has
become an active agent in his or her
own life. Control is an important fac-
tor in the next internal condition, em-
powerment. 

Empowerment. In its simplest
sense, empowerment may be under-
stood as a corrective for the lack of
control, sense of helplessness, and de-
pendency that many consumers de-
velop after long-term interactions
with the mental health system. A
sense of empowerment emerges from

inside one’s self—although it may be
facilitated by external conditions—
and it has three components. The
first is autonomy, or the ability to act
as an independent agent. The tools
needed to act autonomously include
knowledge, self-confidence, and the
availability of meaningful choices.
The second is courage—a willingness
to take risks, to speak in one’s own
voice, and to step outside of safe rou-
tines. The third is responsibility, a
concept that speaks to the con-
sumer’s obligations.

In the recovery model, the aim is to
have consumers assume more and
more responsibility for themselves.
Their particular responsibilities in-
clude developing goals, working with
providers and others—for example,
family and friends—to make plans for
reaching these goals, taking on deci-
sion-making tasks, and engaging in
self-care. In addition, responsibility is
a factor in making choices and taking
risks; full empowerment requires that
consumers live with the conse-
quences of their choices.

Connection. Recovery is a pro-
foundly social process. As consumers’
accounts make clear, much of what is
being recovered is a way of being in
the company of others. The internal
condition called connection captures
the aspect of recovery that has to do
with rejoining the social world—what
some have called “getting a life.” The
ability to forge connections with oth-
ers is both a result of hope, healing,
and empowerment and a way to make
these internal conditions possible.

To connect is to find roles to play in
the world. These roles may involve
activities, relationship status, or occu-
pation. Many consumers report that
the most powerful form of connection
is helping others who are also living
with mental illness. For some con-
sumers, this means becoming a men-
tal health provider or advocate; for
others, it means bearing witness, or
telling their own stories in public are-
nas. In all of these capacities, con-
sumers increase the general under-
standing of what it is like to live with
a mental illness. They find ways to
validate and reconcile their own expe-
riences, and by standing as living ex-
emplars of the possibility of recovery,
they serve as role models for others.
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In yet another sense, connection is
the bridge between internal and ex-
ternal conditions, allowing reciprocal
action between the two. 

External conditions
The external conditions that define
recovery are human rights, “a positive
culture of healing” (17), and recov-
ery-oriented services. On the surface,
these three conditions seem quite dif-
ferent. Human rights denotes a
broad, societal condition; a positive
culture of healing refers to the cultur-
al milieu in which services are of-
fered; and recovery-oriented services
are the actual services provided. It is
important to recognize, however, that
these three conditions are simply dif-
ferent foci viewed through the same
lens. That is, implementation of the
principles of human rights in an or-
ganization results in a positive culture
of healing, and recovery-oriented
services are services that emerge
from such a culture.

Human rights. In its broadest
sense, a human rights agenda lays out
a vision of a society in which power
and resources are distributed equi-
tably. When applied to mental illness,
human rights emphasizes reducing
and then eliminating stigma and dis-
crimination against persons with psy-
chiatric disabilities; promoting and
protecting the rights of persons in the
service system; providing equal op -
portunities for consumers in educa-
tion, employment, and housing; and
ensuring that consumers have access
to needed resources, including those
necessary for sustaining life (ade-
quate food and shelter) as well as the
social and health services that can aid
recovery (physical, dental, and mental
health services; job training; support-
ed housing; and employment pro-
grams).

This human rights agenda allows
for different perspectives and differ-
ent types of activism. It can be used to
advocate for the reduction and ulti-
mately the elimination of involuntary
commitment and other forced treat-
ment, which many view as violations
of human rights, or it can be used to
campaign for parity legislation and
universal health coverage. In this for-
mulation, equal opportunity is pro-
moted through expanded access to

care and services that might other-
wise be restricted by poverty, stigma,
or the law itself.

A positive culture of healing.
Fisher ( 17) has written of the need to
“build a coherent social faith and or-
der” as a way to promote recovery. He
described this new order as “a posi-
tive culture of healing . . . a culture of
inclusion, caring, cooperation, dream-
ing, humility, empowerment, hope,
humor, dignity, respect, trust, and
love.” When applied to the culture of
a human services organization, this vi-
sion of a positive culture of healing
begins with an environment charac-
terized by tolerance, listening, empa-
thy, compassion, respect, safety, trust,
diversity, and cultural competence. A
healing culture is oriented toward hu-

man rights for all individuals and
groups. Consumers’ rights are incor-
porated into all decisions, and in-
formed consent is part of the bedrock
of daily practice.

In a positive culture of healing, pro-
fessionals as well as consumers are
empowered and engaged. For pro-
viders, empowerment means first be-
lieving that they can make a differ-
ence and then making a commitment
to changing the way they conceptual-
ize the course of mental illness and
the way they practice. Providers must
embrace the belief that every con-
sumer can achieve hope, healing, em-
powerment, and connection, no mat-

ter what his or her current status.
This belief must lead them to focus
on the person, not the illness, and on
his or her strengths and goals.

A key component of a positive cul-
ture of healing is the development of
collaborative relationships between
consumers and providers. In contrast
to a hierarchical model of service pro-
vision, the collaborative model allows
consumers and providers to work to-
gether to plan, negotiate, and make
decisions about the services and activ-
ities the consumer will use to support
his or her recovery. Collaboration im-
plies that the consumer is an active
participant, that he or she is present-
ed with a range of options and given
the opportunity to choose from
among them, and that providers allow
the consumer to take some risks with
these choices. Consumers have the
opportunity to make choices other
than those the provider might have
made for them. 

Finally, a true collaborative rela-
tionship is one in which both con-
sumer and provider come to see each
other as human beings. For pro-
viders, this means learning to see be-
yond the diagnostic—or racial, eth-
nic, and socioeconomic—categories
they have been trained to use and re-
thinking “boundary issues” so they
can allow themselves to relate to con-
sumers on a human level. 

Recovery-oriented services. The
Boston University Center for Psychi-
atric Rehabilitation has developed a
model for designing recovery-orient-
ed services (5,7). The model delin-
eates four major consequences of se-
vere mental illness—impairment,
dysfunction, disability, and disadvan-
tage. Recovery-oriented services ad-
dress the range of these features and
include services directed at symptom
relief, crisis intervention, case man-
agement, rehabilitation, enrichment,
rights protection, basic support, and
self-help. 

A second model, developed by the
Ohio Department of Mental Health
(18), describes the best practices to
be implemented by consumers, clini-
cians, and community supports at
four different stages of the mental
health recovery process. The prac-
tices encompass clinical care, peer
and family support, work, power and
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control, stigma, community involve-
ment, access to resources, and educa-
tion. A third model (19) offers prac-
tice guidance within “a framework for
designing, implementing, and evalu-
ating behavior healthcare services
that facilitate individual recovery and
personal outcomes.” Using the over-
arching metaphor of “a healing cul-
ture,” this model addresses such is-
sues as language, dignity and respect,
empowerment and personal responsi-
bility, consumer and family involve-
ment, challenging stigma and dis-
crimination, reflective practice and
continuous improvement, cultural
sensitivity and safety, and spirituality
and personal meaning.

Each of these models integrates
services provided by professionals,
services provided by consumers, and
services provided in collaboration.
Services provided by professionals in-
clude medication, psychiatric rehabil-
itation, and traditional support servic-
es such as therapy and case manage-
ment. The recovery orientation in
these services lies in the attitudes of
the professionals who provide them.
For example, decisions about medica-
tion are worked out in a partnership
between the provider and the con -
sumer, rather than being dictated by
the provider. 

Consumer-run services are planned,
implemented, and provided by con -
sumers for consumers. Examples in-
clude advocacy, peer support pro-
grams, hospitalization alternatives,
hotlines or “warm lines,” and pro-
gramming that provides opportuni-
ties for role modeling and mentoring. 

Collaborative services are provided
by and for both consumers and pro-
fessionals as well as family members,
friends, and members of the larger
community and emphasize their di-
verse but complementary strengths.
Examples include recovery education
and training, clubhouse organiza-
tions, crisis planning, the develop -
ment of recovery and treatment
plans, community integration, and
consumer rights education.

Although many of these services
may sound similar to services current-
ly being offered in many mental
health systems, it is important to rec-
ognize that no service is recovery-ori-
ented unless it incorporates the atti-

tude that recovery is possible and has
the goal of promoting hope, healing,
empowerment, and connection.

Conclusions
The reciprocal relationship between
the internal and the external condi-
tions of recovery has been implicit in
the presentation of this model. For
example, reducing social stigma will
help reduce the internalized stigma
that restricts the ability of some con-
sumers to define a self apart from
their diagnosis. Access to appropriate
mental health services, including ed-
ucation, will provide consumers with
the knowledge, skills, and strategies
that can help them relieve symptoms
and control the effects of stress. Col-
laborative relationships between pro-
viders and consumers will empower
both parties, allowing meaningful
power sharing and a more mutual as-
sumption of responsibility. Peer sup-
port provides opportunities for bear-
ing witness, a practice that allows the
speaker and the listeners to establish
new connections and validates the
idea that recovery is possible. 

Similarly, as more consumers re -
cover, and as recovery becomes more
firmly entrenched in policy and prac-
tice, internal and external conditions
will be transformed. More consumers
in recovery will provide more models
of what hope, healing, empower-
ment, and connection might look like.
More experience with and evaluation
of recovery-oriented services will de-
termine which of these services has
the greatest influence on recovery. ©
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