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ll through school, Denise 
Larnder of Elk County tried 
to cope with depression, 
anxiety and binge eating. 
Although her high school 
offered her some counsel-

ing, she wasn’t ready—mainly because 
she was afraid of what people in her 
small town might think. 

“There was just a lot of stigma and 
I didn’t want my family to know,” 
Larnder said. “But I ended up being 
hospitalized later because I didn’t get 
the help I needed.”  

According to the 2010 U.S. census, 
27 percent of Pennsylvanians live in 
rural areas. Although mental health 
conditions tend to be equally preva-
lent across rural and urban regions, 
poverty and prejudice as well as a lack 
of access to services can make it more 
difficult for rural residents to get help. 

BHARP Helps in Rural CountiesBHARP Helps in Rural Counties  

Founded in 2006 at the request of 
the Pennsylvania Office of Mental 
Health and Substance Abuse Services 
(OMHSAS), the Behavioral Health Alli-
ance of Rural Pennsylvania (BHARP) 
brings together the 23 rural counties 
in the north central area of the state to 
help implement and monitor the be-
havioral health component of 
HealthChoices—Pennsylvania’s man-
datory managed care plan for Medical 
Assistance (Medicaid) recipients—in 
that region.  

BHARP oversees work groups that 
tackle high-priority issues such as chil-
dren’s services, housing, individuals 
with dual diagnoses, and other such 
matters.  

“These groups look at how 
statewide initiatives can be rolled out 
in the rural counties,” said BHARP di-

rector Sally Walker. “We’re constantly 
reminding the stakeholders outside of 
the counties that things operate differ-
ently in the rural areas. For instance, 
when the state puts out an initiative 
that requires the counties to imple-
ment an evidence-based practice, we 
have to remind them that it might be 
cost-prohibitive in these areas.” 

From Walker’s perspective, the 
greatest challenges to rural communi-
ties include the scarcity of psychia-
trists and the prevalence of substance 
use disorders, particularly opioid ad-
diction. But the Number One problem 
in rural counties is the lack of trans-
portation, she said.  

Finding a Way to the ClinicFinding a Way to the Clinic  

In many counties, without a public 
fixed-route transport system there is 
no reliable way to get to services with-
out a car. But many people don’t have 
cars or even driver’s licenses.  

“All of our counties except one or 
two contract to do medical assistance 
transport,” Walker said, “but funding 
is always an issue.” 

In Columbia-Montour-Snyder-
Union (CMSU) counties, the problem is 
compounded by sheer distance.  

“Sometimes people need to make 
a two-hour trip to get across the [four] 
counties to the services they need,” 
said Joe Baker, housing and peer ser-
vices specialist in CMSU. “In those sit-
uations, people are relying on case 
management to arrange services for 
them. Sometimes case managers actu-
ally do the driving.”  

Like Walker, Baker has sought 
solutions, making the case for more 
routes during local transportation au-
thority meetings. He is working with a 
local Agape agency on arranging for 

buses to help people get to their jobs.  
“Programs like that,” Baker said, 

“could demonstrate that a fixed route 
would work.”  

In 2011, the Northumberland 
County NORCO drop-in centers, in 
Shamokin and Sunbury, got a van to 
transport members to and from the 
centers.  

“It  means that we can make sure 
individuals can get here when they 
want to,” said NORCO executive direc-
tor Liz Sewalk.  

In Northumberland County, where 
there is psychiatric rehabilitation, a 
clubhouse and medication clinics, Se-
walk believes the problem is not the 
availability of services but people’s 
ability to connect with them.  

“They can pay a small fee to get 
Rapid Transit services,” Sewalk said, 
“but it’s not ideal.”  

Another issue with obtaining 
transportation, said Lynn Keltz, execu-
tive director of the Pennsylvania Men-
tal Health Consumers’ Association 
(PMHCA), is that people have to an-
nounce that they have a disability to 
access it.  

“Stigma is a horrible problem,” 
Keltz said. “It may not be worse in ru-
ral areas than in urban areas, but the 
idea of living in a small town and 
walking into a mental health clinic 
where everyone can see you can really 
impede people from getting the help 
they may need.”  

 

Connecting to Credentialed CareConnecting to Credentialed Care  

It is estimated that there are 10 
psychiatrists for every 100,000 Penn-
sylvanians. With fewer psychiatrists 
choosing to live in less populated are-
as, the problem has gotten worse over 
the past decade.  Long wait times to 

Rural Mental Health Services in PA Rural Mental Health Services in PA 
Strive to Meet the ChallengeStrive to Meet the Challenge    
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see psychiatrists are of particular con-
cern for people who are discharged 
from hospitals and need outpatient 
medication management.  

“We also have a lack of creden-
tialed masters-level staff,” Walker said. 
The lack in some areas is “extreme,” 
she added. “It’s a constant struggle, 
and in some places we are just a ma-
ternity or medical leave away from not 
having adequate services for people.”  

BHARP regularly monitors capaci-
ty and reports to OMHSAS, working to 
help bring new providers to its coun-
ties. 

“We’re also starting to look at ways 
we can connect with medical students 
and residents earlier to encourage 
them to come to these areas,” Walker 
said.  

BHARP also has joined with the 
Pennsylvania Association of County 
Administrators of Mental Health and 
Developmental Services (PACA MH/
DS) and the Pennsylvania Psychiatric 
Leadership Council to examine new 
ways the counties can recruit doctors.  

“The problem is not bad where 
there are large [private] health care 

systems in place, but we have not had 
much success alleviating the issue on 
the public side,” Walker said. 

In Elk County, after she got out of 
the hospital, Larnder had to wait for 
several months to see a psychiatrist.  

“Luckily it wasn’t a crisis situation 
or I would have had to go back to the 
hospital,” she said.  

Alternatives Can HelpAlternatives Can Help  

Telepsychiatry—assessment and 
care through technology such as video-
conferencing—has been implemented 
more widely in Pennsylvania in the last 
five years. It can help fill in some of the 
gaps but it has its limits.  

“It’s not a cost savings for us, and it 
doesn’t replace traditional time with a 
real psychiatrist,” Walker said. “It’s not 
that it’s not effective for what it is, 
but…we think of it as a Band-Aid solu-
tion.” 

Another problem with telepsychia-
try, Keltz said, is that you still need to 
go to an office where there is equip-
ment to make it work.  

“Overall, though,” she said, “I have 
heard that consumers see it as a posi-

tive experience and providers and 
state government think it has been 
succeeding as a short-term strategy.” 

Certified nurse practitioners 
(CNPs), while they cannot replace psy-
chiatrists, can relieve some of the wait 
times by seeing people who need med-
ication checks. CNPs can now be reim-
bursed through HealthChoices.  

Wayne County director of crisis 
services Ernie Laskosky said he has 
witnessed how the provider situation 
has deteriorated.  

“With budget cuts and changes in 
insurance, it’s much harder to keep 
qualified people,” Laskosky said. “Not 
only that, but people used to see a psy-
chiatrist for an hour. Now they have an 
initial evaluation and go in for a half-
hour medication check so there’s less 
time to connect.”  

He would like to see more nurse 
practitioners and physician assistants 
helping with medication checks. 

“There’s a waiting list at every 
agency,” Laskosky said. However, NHS 
in Carbondale has found a creative so-
lution, he added. “On Tuesdays and 
Wednesdays, they have open med 
checks for anyone with insurance who 
needs an appointment.”  

BHARP has helped implement mo-
bile medication programs where a 
nurse, psychiatrist and medical techni-
cians meet with people leaving the 
hospital on an outpatient basis. There 
are currently mobile medication pro-
grams in Clearfield/Jefferson and 
McKean counties, and they are in the 
process of being implemented in Cen-
tre and Huntingdon/Mifflin/Juniata 
counties. 

CoCo--occurring Substance Use Issuesoccurring Substance Use Issues  

Opioid abuse, a huge issue in rural 
Pennsylvania, hits mental health ser-
vice users especially hard; yet re-
sources for individuals with this dual 
diagnosis remain scarce. To expand the 
availability of treatment, BHARP has 

… continued from page 3 

… continued on page 5 
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counties that things operate differently in the rural areas.”  
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… continued from page 4 

worked to set up funds to make sure 
organizations are “co-occurring capa-
ble and competent.” BHARP has also 
offered trainings for staff to get certi-
fied in co-occurring care.  

“We have to coordinate to make 
sure people are getting the appropriate 
care no matter where they are being 
seen,” Walker said. 

A workgroup also oversees a learn-
ing collaborative to share best practic-
es and information on the topic.  

Other ChallengesOther Challenges  

Many of the challenges for individ-
uals with mental health issues in rural 
areas are the same as for those who 
live in urban areas. For example, hous-
ing and employment are both difficult 
to obtain, primarily due to prejudice.  

“I’d like to see the employment and 
housing options expand in Wayne 
County, especially for people leaving 
the hospital system,” said Michelle Va-
linski, director of the county behavioral 
health program. Wayne County cur-
rently offers a three-unit transitional 
living apartment building that is staffed 
around the clock and is used for the 
discharge and diversion populations. 
Valinski said they are hoping to expand 
the capacity of available housing. 

Lynn Keltz of PMHCA grew up in 
McKean County and lived in Indiana 
and Jefferson counties, where she 
worked in social services before be-
coming a mental health advocate. She 
has found that there still are not 
enough options for youth.  

“It’s very hard to get evaluation 
and consistent treatment for children’s 
mental health needs,” Keltz said. 

Rita Kraus, a caseworker with 
Dickinson Center’s psychiatric rehabili-
tation programs in Elk County, said 
another issue is that people in rural 

areas are slow to adopt the recovery 
concept.  

“Whereas in Philadelphia there 
have been psych rehab services for 
many years,” Kraus said, “we’ve only 
been doing it for four [years] in Elk 
County; and we are still getting our 
staff to understand, use, and believe 
the verbiage of recovery. They’re not 
overtly undermining people’s progress 
but we’re not empowering [people] 
like we could be.”  

Hope on the HorizonHope on the Horizon  

The picture in rural Pennsylvania 
is far from bleak. There is wide agree-
ment that there are currently more 
recovery-oriented services and pro-
grams than there have ever been.  

“I think it has gotten better from 10 
years ago; there are more opportuni-
ties, like the clubhouse and vocational 
training,” Sewalk said. 

As in many rural areas across the 
U.S., Pennsylvania’s rural counties have 
started to work toward integrating pri-
mary and mental health care to im-
prove access and increase coordination 
across services. Keltz is optimistic that 
Pennsylvania will be one of the eight 
states to implement some aspects of 
physical health care in behavioral 
health clinics via a certification process 
funded by the Substance Abuse and 
Mental Health Services Administration 
through a Certified Community Behav-
ioral Health Clinics grant to OMHSAS.  

“That would be tremendous be-
cause then people wouldn’t have to go 
to more than one place to receive their 
care,” Keltz said.  

In addition, insurance coverage 
across the state is wider as a result of 
the Affordable Care Act. A consortium 
of Pennsylvania mental health organi-
zations—including PMHCA, the Mental 

Health Association in Pennsylvania, 
Mental Health America in West-
moreland County and the Advocacy 
Alliance—has worked over the last few 
years to send health insurance naviga-
tors to help people with mental health 
conditions enroll in health insurance 
exchanges.  

Wayne County will help residents 
who don’t have insurance get the ser-
vices they need. Wayne also has a psy-
chiatric rehabilitation program, a drop-
in center and 24/7 crisis services, in-
cluding a mobile crisis service. 

The offerings in CMSU, already ex-
pansive, are still growing.  

“There are far more programs in 
CMSU than there used to be,” Baker 
said. “In our particular agency the fo-
rensic case management, housing pro-
grams, clubhouse, and mobile psych 
rehab program are all new. There is, of 
course, more we can be doing; but 
we’re always coming up with new 
ways to connect with people.” 

Denise Larnder is active in STEPS 
(Striving Toward Empowerment and 
Personal Satisfaction), the psychiatric 
rehabilitation program at Dickinson 
Center.  

“I have learned so much here and 
it’s been extremely helpful in my recov-
ery,” she said. “I’m really looking for-
ward to being able to work again; I 
think it will be soon. I’m making pro-
gress every day.”  

“The idea of living in a small town and walking into a  
mental health clinic where everyone can see you can really 
impede people from getting the help they may need.”  
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Hoarding Assistance Programs Hoarding Assistance Programs 
Help Pennsylvanians Try to Create Help Pennsylvanians Try to Create 
Order Out of Chaos  Order Out of Chaos    By Elisa Ludwig By Elisa Ludwig   

 
 

ara (last name withheld) al-

ways thought the reason her 

North Philly home was too 

cluttered was because it was 

too small. Her bedroom 

overflows with clothing she 

rarely wears, and her base-

ment is full of her now-adult children’s 

things, some of which have been ruined 

by flooding.  
Hoarding has deeply affected Sara’s 

life.  
“It keeps me isolated,” she said. “I 

can’t have anyone over. People don’t 
understand why I can’t get rid of things, 
but I just can’t.” 

Eventually, Sara’s children warned 
her that they were running out of room. 
Then along came a Philadelphia Hous-
ing Authority inspection and an evic-
tion notice. 

According to the Diagnostic and 
Statistical Manual (DSM-V), between 2 
percent and 5 percent of people in the 
United States may be classified as hav-

ing a hoarding disorder. To be diag-
nosed with hoarding, an individual 
must have at least one room that can-
not be used for its intended purpose. 

In 2009, Polly Kahl, a therapist in 
Reading, Pennsylvania, began to think 
more about hoarding. 

“I had a close family member who 
[was] a hoarder,” she said. “I was strug-
gling to help him and understand what 
he was going through. To people who 
don’t hoard, the behavior doesn’t make 
any sense.”   

Kahl began helping clients who 
hoard, and later founded the Berks 
County Task Force on Hoarding.  

 What Hoarding Looks LikeWhat Hoarding Looks Like 

It is only since 2013 that hoarding 
disorder was named an official diagno-
sis in the DSM-V. Hoarding has also 
been linked to attention deficit hyper-
activity disorder (ADHD) and demen-
tia. Common personality traits of 
hoarders include neuroticism, anxiety, 
indecisiveness, perfectionism, impul-
siveness, and vulnerability. 

Depression in hoarders is also com-
mon, experts say. 

“Hoarding and depression go hand 
in hand. I've never had a hoarding cli-
ent who wasn't also struggling with 
clinical depression,” Kahl said.  

As a teenager, Sara was diagnosed 
with depression, which worsened and 
forced her to quit her job in 2005. That 
was when her collecting started to get 
out of control, she said. 

Like Sara, the majority of hoarders 
start this behavior in mid-life—often as 
a response to a trauma or sudden 
loss—but younger people can “inherit” 
the behavior from living with a family 
member who hoards and then learning 
to hoard as a coping mechanism. The 

hoarded pile might start with a single 
room and extend throughout the rest of 
the home over time. Hoarders may 
worry about letting go of something 
they may eventually need, even though 
the item might not have any inherent 
value.  

Experts note a distinction between 
hoarding and the more common clut-
tering. True hoarding means that the 
person cannot make rational decisions 
about what is useful and what isn’t. 
Those who clutter may be over-
whelmed by their possessions and 
form attachments to items, but they can 
be persuaded to let them go.  

It can be difficult to identify some-
one who hoards unless they have al-
lowed outsiders access to their home.  

“Hoarders tend to be in denial and 
there’s a lot of hiding of the behavior,” 
Kahl said. 

She has worked with clients who 
look perfectly put together and main-
tain professional careers but haven’t let 
anyone into their home for years. In-
side, the clutter might be piled up to 
the ceiling with a narrow aisle to walk 
through.  

The hoarded objects may represent 
a collection: People can hoard figurines, 
newspapers, clothing, or even pets. It 
might seem like a random hodgepodge 
but there is usually personal meaning.  

“For example, I worked with some-
one who collected dog food cans,” Kahl 
said. “She felt that throwing away the 
cans would be like losing her dogs, and 
she couldn’t bear to let them go.”  

A Daunting ProblemA Daunting Problem  

Shame is one of the greatest barri-
ers to helping people with hoarding or 
cluttering tendencies. The problem is  
usually not revealed until the accumu- 

SS 

Hoarding can 
conflict with fire 
codes, animal 
cruelty laws, 
child abuse and 
neglect laws, 
and older adult 
abuse and       
neglect laws.  

… continued on page 7 
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lation of objects is seriously interfer-
ing with the person’s life or well-
being.  

In addition, most hoarders usually 
don’t show up to therapy or group 
meetings on their own, Kahl said. Typ-
ically, she’ll hear from a family mem-
ber or friend because they are con-
cerned about the physical safety and 
health of the person who is hoarding.  

“They ask me how they should 
handle the situation because if they 
directly approach the individual, they 
know the individual will get defensive 
or angry,” she said.  

“We will then try to stage an inter-
vention of sorts with the concerned 
parties,” Kahl said. “We see that as a 
very important opportunity to reach 
the hoarder; if it doesn’t go well, it 
may be harder to reach them in the 
future. The point is to get the person 
to agree to get some help, to get some 
therapy, and to deal with the physical 
mess in their home.” 

When confronted, people who 
hoard often resist help. The aim is to 
create internal motivation to recog-
nize the problem and follow through. 

“The success rate for treating 
hoarding overall is low,” Kahl said. 
“It’s like with alcoholism: People tend 
to agree to get you off their backs so 
you will leave them alone and let them 
continue with what they’ve been do-
ing. Truthfully, hoarding is a lifelong 
problem, just like any addiction. And if 
it continues uninterrupted it will get 
worse.”  

Over time, people tend to develop 
what is called “clutter blindness” and 
can no longer recognize what’s around 
them. When possessions block critical 
areas of the home—such as doors and 
windows, refrigerators, toilets and 
sinks—health and safety are jeopard-
ized.  

Older AdultsOlder Adults  

There’s a high prevalence of 
hoarding among older adults, who of-
ten have often been stuck in their be-
havior patterns for decades. Their 
ability to receive health care and other 
services may be compromised, and 

their social isolation may be more 
acute as a result.  

Similarly, when hoarding overlaps 
with serious mental health conditions, 
it can be much more difficult to ensure 
that the person is getting help and fol-
lowing through on necessary behavior 
modifications. 

Financial concerns can be another 
barrier. For someone who keeps 
things around with the notion of sav-
ing money, the idea of throwing it all 
away is horrifying. And treatment can 

be expensive, especially if the individ-
ual has been living in isolation and is 
not working.   

The Consequences of HoardingThe Consequences of Hoarding  

In some Pennsylvania townships 
there are ordinances against hoarding. 
Hoarders can be reported to the town-
ship and cited for not keeping their 
homes in a habitable condition. They 
can also be legally evicted. Hoarding 
can conflict with fire codes, animal 
cruelty laws, child abuse and neglect 

… continued from page 6 
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… continued from page 7 

laws, and older adult abuse and ne-
glect laws. If the hoarder's township 
doesn't have an anti-hoarding ordi-
nance, concerned friends or family 
members can try to get help for them 
using these codes or laws. 

Aside from legal ramifications, 
hoarding poses a significant public 
health challenge.  

“The Philadelphia Fire Department 
estimates that up to 25 percent of fire 
deaths in the city are hoarding-
related,” said Mary Catherine Lowery, 

manager of the Training and Educa-
tion Center of the Mental Health Asso-
ciation of Southeastern Pennsylvania.  

Hoarding can make it difficult to 
move around the home, and it increas-
es the chances of slipping and falling. 
Hoarding can also get in the way of 
cleaning. In extreme instances, gar-
bage piles up, vermin appear and, if 
pets are involved, feces and urine can 
present another serious health hazard. 
Due to a fear of being evicted, hoard-
ers often don’t report a need for 
plumbing, electrical or mechanical re-
pairs to their landlords.  

Supports and ServicesSupports and Services  

Hoarding task forces in Berks 
County, Allegheny County and Phila-
delphia unite a wide range of stake-
holders across law enforcement, hous-
ing agencies and mental health agen-
cies. In Allegheny County, the task 
force also includes Human Services, 
the Health Department and the Area 
Agency on Aging. 

The three-year-old Philadelphia 
Hoarding Task Force advertises two 
telephone information lines: one for 
people 60 and older and one for 
younger individuals.  

“We work on projects such as put-
ting together a resource guide and 
reaching out to local colleges and uni-
versities to make sure people being 
trained in mental health are sensitive 
to this issue,” Lowery said.  

The group is also working with the 
Metropolitan Boston Housing Coali-
tion on a pilot program that trains staff 
at Philadelphia agencies to help people 
with hoarding issues avoid eviction.  

Sara got involved with the Task 
Force after visiting Community Legal 

Services when she got her eviction 
notice. Case worker Ebony Gorham 
now visits Sara’s home once or twice a 
week to help Sara go through her be-
longings and to talk her through the 
painful process of letting many of 
them go.  

Like any tenants, hoarders have 
rights in Pennsylvania, as collected in a 
handbook by North Penn Legal (see 
resources sidebar). If a landlord asks 
them to clean, for instance, they can 
request a reasonable amount of time 
to complete the job. Hoarding disorder 
is considered a disability that requires 
reasonable accommodation. They can 
also request an eviction stay to allow 
enough time to correct the problem. 

The Path Away From HoardingThe Path Away From Hoarding  

Treatment for hoarding can help 
avoid run-ins with the law, improve 
safety, and save people a lot of money  
that would otherwise be spent on 
compulsive shopping and home 
maintenance. However, given that 
hoarding has only been recognized as 
a distinct mental health issue in recent 
years, relatively little attention has 
been given to studying the effective-
ness of treatments.  

One thing is certain: The key is 
early intervention—helping people 
gain control of the problem before it 
becomes too dangerous. Where possi-
ble, professionals—such as social 
workers and/or professional organiz-
ers—can help an isolated individual by 
assessing the situation and helping to 
develop a plan of action. Ideally, these 
professionals are connected to a 
hoarding task force and can coordi-
nate across other relevant agencies.  

If there is a trauma or loss associ-

ated with the behavior, a therapist can 
help the individual understand the 
root issue and properly grieve or work 
through the past experience. They can 
also address co-occurring mental 
health issues. Cognitive behavioral 
therapy has been shown to be particu-
larly effective in helping individuals 
recognize their behavior and learn 
new skills.  

Some therapists and psychiatrists 
recommend medication as a treatment 
for hoarding, but it has not been wide-
ly adopted.  

“One trial has shown improvement 
with SSRIs [selective serotonin 
reuptake inhibitors], but not a lot of 
research has been done,” said Robert 
Hudak, MD, medical director of the 
Western Psychiatric Institute and Clin-
ic Adult OCD [Obsessive-Compulsive 
Disorder] Intensive Outpatient Pro-
gram in Pittsburgh.  

Peer support has proved im-
portant to developing awareness. 
Group therapy can be very effective in 
helping hoarders connect with other 
people, release shame, and share tech-
niques for resisting the urge to hoard.  

“People can see that they’re not 
alone and they can help challenge each 

… continued on page 9 

“The Philadelphia Fire Department estimates that 
up to 25 percent of fire deaths in the city are 
hoarding-related.”  
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other to go to therapy and declutter 
their homes,” Dr. Hudak said.  

Clutterers Anonymous, which fol-
lows the 12-Step model of Alcoholics 
Anonymous, works with both clutter-
ers and hoarders. There are groups in 
both Center City and Northeast Phila-
delphia.  

Rita (last name withheld) strug-
gled with cluttering until she started 
attending Clutterers Anonymous 
meetings.  

“You meet people there that spark 
you, give you ideas and inspiration,” 
she said.  

In Pittsburgh, Giving Obsessives 
[sic] Another Lifestyle (GOAL) is a 
twice-a-month OCD support group of 
people who hoard. Dr. Hudak often 
refers people to these meetings.  

For those who can’t attend meet-
ings, Rita recommends finding re-
sources elsewhere.  

“Go to the library and get a book 
on decluttering,” she said. “If one book 
doesn’t help, try another. If paper is 
your challenge, look in your local 

[news]paper or on the Internet: There 
are events where people bring boxes 
of paper to be shredded free of 
charge.”  

Also recommended is the assis-
tance of a professional organizer well 
versed in hoarding, and a cleanout 
person who can help restore the home 
to a tidier and safer condition. Given 
that the problem tends to recur, Kahl 
likes to encourage clients to think be-
yond a “one cleanout” mentality.  

“I recommend having someone 
help clean their house every two 
weeks to help maintain order,” Kahl 
said. 

Another potential solution is to 
encourage socializing. If there are peo-
ple who regularly visit the home, the 
individual is more likely to keep it 
neat and organized.  

Sara is working hard to get her 
house in better shape before her next 
visit from the inspector, but she 
knows she still makes excuses not to 
do the work that’s expected of her.  

“I wish people understood that I 

don’t want my house to be a mess,” 
she said. “I don’t want my kids to be 
embarrassed. I keep thinking I should 
be able to do it, but it’s so hard.”  

Hoarding is a difficult challenge; 
but Rita believes that people can over-
come it.  

“I would tell people that they are 
not alone. [This problem] didn’t hap-
pen overnight, so you can’t expect to 
clear it out overnight,” she said. “But 
there is always hope and help.”  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

… continued from page 8 

“I don’t want my house to be a mess. I don’t want 
my kids to be embarrassed. I keep thinking I should 
be able to do it, but it’s so hard.” 

Resources to Help People Who Hoard:Resources to Help People Who Hoard:   

 Berks County Task Force on Hoarding http://www.pollykahl.com/hoarding-task.html 

 Children of Hoarders http://childrenofhoarders.com/wordpress/ 

 Clutterers Anonymous https://www.thefix.com/content/clutterers-anonymous-hoarding90092 

 Giving Obsessives [sic] Another Lifestyle (GOAL)—Pittsburgh: 412.915.0097 

 Hoarding: Know Your Rights http://www.palawhelp.org/resource/hoarding-know-your-rights?lang=EN 

 Pennsylvania Hoarding Cleanup Resources http://hoardingcleanup.com/pennsylvania 

 Philadelphia Hoarding Task Force http://www.philadelphiahoarding.org/ 
 Information for people over 60: 215.545.5728—Ask for an advocate. 
 Information for people under 60: 267.507.3865 

“I would tell 
people that 
they are not 
alone [and] 
there is always 
hope and 
help.”  

http://www.pollykahl.com/hoarding-task.html
http://childrenofhoarders.com/wordpress/
https://www.thefix.com/content/clutterers-anonymous-hoarding90092
http://www.palawhelp.org/resource/hoarding-know-your-rights?lang=EN
http://hoardingcleanup.com/pennsylvania
http://www.philadelphiahoarding.org/
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… continued on page 11 

was diagnosed with schizophrenia in 1969, the 
year I graduated from high school. I stayed home 
the entire decade of the ’70s. I felt very lonely; I 
didn’t have any friends. I was still living in my par-
ents’ house. Sometimes I would go out to a movie 
or a restaurant with my mom and dad and I would 
often go to a movie or concert by myself, but I 
spent most of the days listening to records in the 

basement. I considered the musicians and movie stars that 
I was a fan of to be my friends.  

Eventually, I stopped taking my psychiatric medica-
tion and I felt elated without it. I didn’t think it was neces-
sary to continue to see my psychiatrist. As a result, I start-
ed to hear voices and, at times, I experienced visual hallu-
cinations. My celebrity “friends” told me that I was misun-
derstood and mistreated by people and that they didn’t 
realize my true potential.  

On the avenue, I would believe 
that I was being followed by numer-
ous FBI agents. Simultaneously, I 
thought I was in a movie and every-
one whom I came into contact with 
also had roles in the film, in which I 
starred. I assumed they were given 
their lines and I was left to improvise 
my way through this movie, which 
seemed to never end.  

I would stop taking my medica-
tion, hear voices, refuse to go to my 
therapists, think I was the central 
character in a movie and wind up in a 
hospital. (I have been hospitalized 
only once since 1997.) 

I attribute the beginning of my 
recovery to my attendance at a men-
tal health program where I developed 
friendships and was treated with re-
spect. A few years later I became an 
Adult Basic Education Teacher at the 

same program.  
Things were going well for me in the early ’90s. I was 

working as a paid instructor, attending college classes, and 
getting recognized for my volunteer work at Compeer, 
where I helped other individuals with mental health con-
ditions who were isolated from society. 

Unfortunately, later in that decade, my first symptoms 
of tardive dyskinesia (TD) began. I woke up one morning 
and discovered that my cheeks were puffing in and out. 
Eventually, I developed constant grimacing and dreaded 
looking at myself in the mirror; I was startled at seeing my 
distorted face. The medication that had helped me func-
tion so well ultimately had done serious damage. Although 
it had masked my symptoms, I had been advised by my 
psychiatrist to stop taking it because of the potential for 
serious harm. But once I stopped taking the medication, 
the symptoms of TD appeared and persist to this day. I 

II 
By Jeff Shair By Jeff Shair   

“My Life Has Purpose”: Living “My Life Has Purpose”: Living   
Successfully With Schizophrenia Successfully With Schizophrenia 
and Tardive Dyskinesia and Tardive Dyskinesia   

Jeff Shair, who lives in Philadelphia, is 

a longtime mental health advocate and 

consultant.  
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was very self-conscious during those years, yet my condi-
tion didn’t prevent me from going out in public. 

Then a friend suggested that I join a self-help group for 
people who had TD. I couldn’t find a support group specifi-
cally for people who had TD but I did find a group for indi-
viduals who had dystonia, a related ailment that I also have.  

In the group, members talked openly about their strug-
gles with dystonia, and I came to the conclusion that my 
symptoms weren’t any worse than what a lot of the other 
members of the group experienced. I started to accept my 
unusual movements as a part of my life that I needed to en-
dure.  

One Saturday, there was a presentation by teachers 
from the Golden Breath American Tai Chi organization. An 
instructor told me my condition could be vastly improved 
by doing the tai chi moves. I took his advice and it turned 
out to be one of the best decisions that I ever made: I 

achieved amazing physical, emotional and intellectual bene-
fits. I continue to do the moves today as one of my daily dis-
ciplines. My grimacing has become considerably less pro-
nounced as a result. 

I have also learned to avoid fat-free and sugar-free 
foods because they may adversely affect individuals with 
neurological conditions. In addition, I only use “natural” 
toothpaste rather than the regular brands, because they are 
loaded with chemicals. I have also found that taking Vitamin 
B6 helps reduce TD symptoms. 

Despite feeling comfortable when I go out in public, I do 
experience some prejudice and discrimination. For instance, 
when I grimace, people assume that I am yawning; I have 
had strangers come up to me and say that I am making them 
tired. There are times I tell them I am not tired but have a 
medical condition. 

I encounter discrimination as well. Frequently, when I 
go to a restaurant with a friend, we are directed into the 
smaller dining room: The management wants me out of the 
sight of most of the customers; they believe my grimacing 
will make their patrons uncomfortable. Often there is a 
booth available in the main dining room and I always assert 
myself and say I want to sit there. The host or hostess never 
disallows me to sit in the booth of my choice; that would be 
too flagrantly discriminatory. Similarly, when I go into a 
store, there are times when I get the wrong change. When I 
show the cashier the amount of money that I got back, I in-
variably get the correct change without any disagreement. 
Obviously, they think that, because I grimace, I must be 
mentally deficient.  

These situations are frustrating yet they don’t seem to 

have a significant impact on my self-esteem. The reason is 
that I know my life has purpose, and my numerous activities 
are having a positive effect on society.  

Since 2006, I have been a consultant for the Philadelph-
ia Department of Behavioral Health and Intellectual disAbil-
ity Services. I’m very grateful that my opinion is valued in 
shaping mental health policy. I also co-lead trainings that 
emphasize recovery-oriented language and practices. Addi-
tionally, I do presentations for individuals with mental 
health conditions, mental health professionals, and college 
students. Moreover, I speak to various community groups 
for the Scattergood Foundation with the intent to dispel 
prejudice and eliminate discrimination against those who 
have mental health conditions. By speaking to different 
groups in the community, I can help audience members re-
alize that I have more in common with them than they may 
have previously thought. 

I also participate in numerous advocacy initiatives for 
the Mental Health Association of Southeastern Pennsylvania 
(MHASP). With their Peer Advocacy Fellows program I 
speak to politicians about the importance of funding for 
mental health programs and how people with mental health 
issues can benefit greatly with their support. I am also in-
volved in MHASP’s focus groups for people receiving mental 
health services about how their mental health as well as 
their physical needs can be better served. Also, for over 10 
years I have participated in MHASP’s Voices of Recovery 
group, whose function is to let various groups in the com-
munity know that individuals with mental health issues can 
recover.  

Finally, I sit on committees where my voice is valued. 
One of the committees that I am especially proud to be part 
of is Compeer of Sarasota. Five years ago my cousin Ann, 
while she was in her 90s, founded the Compeer affiliate. I 
am fortunate to participate in their monthly advisory meet-
ings by conference call.  

Most importantly, my faith allows me to have meaning 
in my life and to accomplish a lot. I am the Sunday School 
teacher for the adults at my church, and I am part of the 
church’s ministry that speaks to the homeless men and 
women at the Sunday Breakfast Rescue Mission once a 
month.  

God has blessed me tremendously. I am very grateful to 
give back to society, especially after many years of being 
inactive during the ’70s. I hope my story inspires others 
who feel hopeless and think they have no future to realize 
that recovery is possible and their potential is just waiting 
to be unlocked. 

… continued from page 10 

“I hope my story inspires others who feel hopeless…  
to realize that recovery is possible.” 
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